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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.

'l

Dr Tedros Adhanom Ghebreyesus

Handbook on Social Participation for Universal Health Coverage
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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.

|
© WHO / Ploy Phutpheng— '

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.

. '\m‘ Mag,
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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



ks
(-

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



<hs
gl

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.
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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 Plan (HTP). A specific emphasis in the
HTP was placed on social affairs, giving rise
to the need for this study’s objective: to gain
more insight into which participatory plat-
forms in health work well and which work
less well and why.

Main findings

» The creation and maintenance of the Deputy
Ministry for Social Affairs within the Minis-
try of Healthis a crucial factorin the current
enabling environment for participation.

» Formal citizen participation in health
sector programmes initially focused
heavily on programme support and imple-
mentation, rather than having volunteers
give input into evaluation or decision-mak-
ing. This has begun to change.

» Civil society networks, call centres, and
local/regional/national health assem-
blies are some of the platforms which are
currently being supported and encour-
aged by the Iranian government. Taken
together, they demonstrate an increasing
recognition of the value of participatory
governance in health programming and
decision-making.

» The valued mediator role of civil society
fillsavacuumin the health space between the
people and government/service providers.

» However, mandates are blurred between
the different types of civil society organi-
zations in in the Islamic Republic of Iran,
bringing with it a certain level of duplica-
tion and fragmentation.

» The National Health Assembly mechanism
is potentially a huge opportunity to
de-fragment the approach to participation
in in the Islamic Republic of Iran, bring-
ing together the various uncoordinated
formal, semi-formal, and informal struc-
tures working towards improving the pop-
ulation’s health.

» A more formal legal framework may be
needed to ensure that participation
becomes part of the fabric of the health
sector’'s modus operandi.
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Box 1.6

Madagascar 1)

Description of participatory spacel(s) studied

> District health committees which included
district health authorities, health profes-
sionals, and community health workers.

» The community health worker cadre was
seen as a key relay between communities
and district health authorities.

» District-level workshops supported by an
international NGO brought together dis-
trict health authorities, community health
workers, and community members.

Study objectives

To assess how and to what extent communi-
ties were able to influence district-level and
national policy making processes, including
challenges and obstacles for meaningful
community engagement.

The study focused on a community health
system strengthening approach undertaken
by the international NGO Action Contre
La Faim (ACF) in two Malgésh districts
between 2016 and 2019. This approach built
on the district health committee structure
and sought to strengthen its capacities with
training programmes, consultative work-
shops, and technical support for community
health workers.

Main findings

» The sociocultural and economic back
ground of community members was a
determining factor for the degree to which
they were able to engage in participation
exercises.

» Thus, the major obstacles identified
for meaningful community engagement
were largely related to sociocultural
power-imbalances:

- Asymmetrical power relations rooted
in historical inequities (e.g. social and
traditional hierarchies) and a (per-
ceived) lack of community capacity (e.g.
language skills, technical knowledge)
strongly impacted on the ability of com-
munities to enter into dialogue with
policy-makers.

- Established norms of engagement
confined public community input to
technical matters. Within the com-
munity, personal experience with the
health system was not deemed appro-
priate to be raised and considered
during planning and decision-making
processes.

- A general sense of mistrust in elites
and fear of repercussions from deci-
sion-making levels prevented com-
munity members from raising difficult
topics, e.g. corruption.
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» Concept of representation through
formalized health committees was not
fully taken onboard by participants and
thus limited the role of the committees
as mediators between communities and
decision-making levels.

» Efforts by the international NGO to
strengthen participation capacities clearly
showed that it is possible to diminish
power imbalances. Fruits of those efforts
include:

- Increased recognition of the rel evance
of community input to national planning
originated through the process itself.

- Adjusted format and design features
supported the creation of a level playing
field between stakeholders (e.g. use
of local language, convenient meeting
venue for community members, no
direct exposure to hierarchies).
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Box 1.7

Mexico 22

Participatory space description

A non-exhaustive list of formal and infor-
mal mechanisms of engagement between
government officials, and civil society and
community groups, on sexual & reproductive
health matters are:

> interinstitutional reproductive health group;

» national and sub-national groups for the
prevention of adolescent pregnancy;

» annual family planning evaluation meetings
in Oaxaca;

» regular civil society-government meetings

» regular ‘feedback meetings’;

» informational meetings at the Chamber of
Deputies’ Gender Equity Commission.

These include participatory spaces at both
federal and state government levels. The
specific objectives of the different spaces
vary slightly, they may be to obtain informa-
tion, discuss research findings, formulate
policy implications, a combination of these,
or many other possibilities.

Study objectives

This case study examined civil society advo-
cacy in Mexico for improved budget account-
ability within the National Programme
for Youth Sexual and Reproductive Health

(SRH). The specific objective was to under-
stand how the roles and capacities of CSOs in
monitoring the programme SRH budget led
to significant and positive changes in budget
execution levels and budget transparency.

Main findings

A coalition of several civil society and com-
munity groups claimed and engaged in
various participatory spaces with federal
and state health authorities to advocate for
more effective SRH fund allocations within
the SRH Programme. The SRH programme’s
principal aim was to reduce teenage preg-
nancy in several highly affected states; its
initial phase ran from 2013-2016, during
which time this specific advocacy was
undertaken.

» Adolescent SRH was recognized as a priority
in the public agenda which opened up
policy and budget dialogue opportuni-
ties. Government cadres seemed to be
generally willing to listen to CSOs yet
willingness to collaborate varied greatly,
depended on administrative level and
micro-environment.

» Lack of a culture of transparency first
provoked resistance from government
officials, in particular state-level finance
personnel, when CSOs requested budget
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monitoring information but this hesitancy

was largely overcome by dialogue and

demonstration of a win-win situation.

» A wide variety of organizations came
together in this coalition, each with its own
strength complementing the other’s. The
full array of necessary skills and capacities
required to make the advocacy successful
was thus present:

research and analysis capacities, in par
ticular in budget tracking, to derive
technically sound evidence in SRH and
budget monitoring;

- astrong link in communities combined
with a perceived legitimacy to generate
information and speak on behalf of
community needs;

- advocacy work based on research findings
to various target audiences by adopting
language to better convey messaging
and policy outcomes.

» The coalition’s claiming of and engagement
in participatory spaces enabled national
policy changes with a direct impact on pro-
gramme implementation effectiveness:

- Programme budget modalities, including
a schedule of fund transfer, is made
public as soon as it is signed by federal
and state entities.

- Anew mandate limiting the no. of months
it should take for federal-to-state fund
transfer came into effect.

- State authorities are notified of fund
transfer from the federal government as
soon as it takes place.

- State government are obliged to report to
federal government on the use of the
funds.

- A long overdue update of government
criteria for purchasing goods and ser-
vices was undertaken after recognition
of it limiting the ability of state govern-
ments to execute the budget.

» The Freedom of Information (FOI) Act was
pivotal in that it ensured a right to access
budget information which could be
claimed. Any requests falling under the
FOI Act is managed by an independent
institutions whose mandate is to ensure
the realization of rights.

» The above-mentioned successes are
remarkable but more headway still needs
to be made regarding transparency and
budget accountability in Mexico. For
example, results from government budget
tracking tools are still not publicly availa-
ble despite repeated CSO requests.
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Box 1.8

Portugal (14

Description of participatory space studied

The Portuguese National Health Council
(NHC) began operations in 2017, almost 25
years after its legal framework, the Basic
Health Law, was passed. It is a government
advisory body independent from the Minis-
try of Health with the mandate to increase
transparency and accountability by bringing
in user voices to shaping National Health
Service operations.

It consists of 30 members who possess
equal voting rights, six of which are reserved
for civil society organizations; the rest of the
members represent professional associa-
tions, regional health authorities, and aca-
demia. The Council is chaired by a President
and a Vice-President, both nominated by the
Minister of Health.

The National Health Council is the only Por-
tuguese national social participation mech-
anism in health planning and policy-making.
It is tasked with providing non-binding rec-
ommendations on health policy matters to
the Ministry of Health and the Parliament.
Council members deliberate and develop
recommendations either through plenary
meetings or in specialized commissions.
The Council can issue recommendations and

opinions either on its own initiative or upon
request of the Government, on four main
policy areas: the governance and implemen-
tation of government health programmes,
the state of health in Portugal, the National
Health Plan, and health research and
innovation.

The Council issues an annual report on the
overall health status of the Portuguese pop-
ulation, including recommendations for the
Ministry of Health to address bottlenecks
and challenges. The Council is expected to
disseminate its analyses widely in the inter-
est of promoting public debate about key
health issues.

Study objectives

» To assess the role of the National Health
Council as a mechanism for civil society
engagement in national health planning
and policy-making in Portugal; more spe-
cifically, to evaluate:

- the ability of the NHC to amplify civil
society voices, especially of marginalized
population groups, in national health
policy-making;

- the challenges for equitable civil society
contributions  within  the working
arrangement of the NHC.
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Main findings

> In terms of overall societal impact, the
NHC was broadly perceived as pivotal for
widening the participatory space and insti-
tutionalizing public participation in health
policy-making. Its pluralistic membership
was positively valued for its recommenda-
tions encompassing the views and exper-
tise of a variety of stakeholder groups.

» Amplifying civil society voice was identified
as a persistent challenge. Even though
the NHC leadership attempts to level
out power imbalances by increasing the
visibility of civil society representatives
during debates and within the working
groups, civil society representatives are
proportionally underrepresented and in
the minority position when the council has
to vote on decisions. Civil society members
pointed out that experts and government
cadres tended to share views and perspec-
tives and thus voted similarly on issues.

» Civil society organizations account for six
of the 30 members, which many felt limited
their actual representativity of the Portu-
guese population s pluralistic interests.

» Civil society representatives lack human
and financial resources to compete with
the strong role of other actors within the
Council.

» Some stakeholders felt that the independ-

ence of the NHC needs further reflection,
as its President and Vice-President are
nominated by the government and civil
society representatives are appointed by
the Parliament. Additionally, the Coun-
cil's budget is allocated by the Ministry of
Health.

Given that the Council was only recently
established, policy uptake of its recom-
mendations could not be assessed within
this case study.
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Box 1.9

Thailand (15

Description of participatory space studied
National Health Assembly (NHA)

The NHA's foundation is the concept of the
‘triangle that moves the mountain’, the
vertices of the triangle representing gov-
ernment technocrats, policy-makers and
politicians (referred to often as the ‘govern-
ment sector’); civil society, communities,
and the population (‘people’s sector’); and
academia, think tanks, and research institu-
tions (‘knowledge sector’). The core princi-
ple of the NHA is to bring together the three
groups represented by the triangle corners
to combine top-down and bottom-up
approaches to achieve progress and reform.

The NHA passes resolutions each year in
December on the principle of consensus
yet they are not binding for policy-makers.
The one-year NHA preparatory process is
managed by the National Health Commis-
sion Office (NHCO) and includes the selec-
tion of resolution topics from submissions
which any Thai citizen can make. They must,
however, fulfill one key criteria: that all
three triangle groups have been consulted
-- ideally all three sides should co-design
the resolution application. The triangu-
lar approach thus aims to create synergy
through the constant interaction and expo-
sure between the three different groups
within the structured environment of the
NHA process and its clear objectives.

The NHA Organizing Committee (NHAOC)
then works closely with the initiators of the
selected resolution topics to help fine-tune
the specific subject matter which the NHA
will debate on. The NHAOC also encourages
a widening of the base of stakeholders who
jointly formulate the resolution’s objective,
while simultaneously engaging in dissemi-
nation activities and hearings to ensure that
lay citizens and other affected parties can
provide input.

A large effort is expended by the 90+ staff
body of the NHCO to work with civil society
organizations, community groups, and pro-
vincial health authorities to build capacity
for engagement with the NHA and other
participatory spaces offered within the Thai
health sector.

Study objectives

» To contribute to the Thai national reflection
process on what works well and less well
after nine years of the NHA (2007-2016).

» Draw lessons on the complexities and chal
lenges of setting up and maintaining a
social participation mechanism from one
which is widely seen as a best-practice
example.
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Main findings

Firstly, all stakeholders across the board
acknowledged that the NHA is an extremely
useful platform for bringing together a
wide and inclusive range of stakeholders
to discuss complex health challenges on a
regular basis. It is recognized as a national
public good. It has proved particularly
beneficial to civil society and community
groups, as its very existence has motivated
and empowered them to more meaning-
fully engage with the health policy-mak-
ing process. Part of this success can be
attributed to the attention accorded to the
process by the NHCO rather than to the
three-day event itself. This has allowed the
NHA to steadily improve in quality over the
nine year period reviewed for the case study
(2007-2016).

It is important to put this success into
perspective. Much of the NHA's longevity
and progress can be attributed to its firm
entrenchment into a much broader reform
movement which began in the 1990s and
culminated in the 2007 National Health Act
which gave legal birth to the NHA. A few
key personalities in pivotal positions in
government and civil society supported the
reform movement, championed the value of
participation, and advocated for the NHA's
institutionalization. The National Health

Act achieved this, and with it came a solid
anchoring in the legal architecture of the
country, and thus, a sustainable long-term
perspective.

Yet challenges remain. Thorough follow-up
and implementation of resolutions, and
their integration into health policies and
decisions, remains a key challenge. The
NHA Resolution Follow-up Committee is a
step in the right direction in this regard, and
their ultimate objective should be to embed
the NHA process within internal govern-
ment policy-making processes.

Representativity of constituencies is also a
challenge. Increased capacity and coordi-
nation skills are necessary within constit-
uencies to select the right representatives,
with high-capacity constituencies able to
select participants who represent the full
spectrum of a constituency’s views but the
lower-capacity ones still need more support.

Finally, there remain some population
groups who still do not participate enough
in the NHA. A more thorough analysis of who
is not participating is needed, with targeted
outreach and adapted techniques to bring in
the voices of non-participating groups.

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

33



Box 1.9

Tunisia (13 s3)

Description of participatory space studied

The Societal Dialogue for Health (SDH) pro-
gramme created the following participatory
spaces for exchange between the popula-
tion, communities, civil society, health pro-
fessionals, and government:

» Citizen’s Meetings on Health
Usually organized at a regional level,
these meetings were by invitation and
sought ‘societal’ input on specific health
topics. Preparatory material were put
together by experts and the Technical
Committee beforehand. Especially civil
society opinions and views were sought
on precise, more technical questions.

> Open mic sessions
These meetings aimed at hearing from
all parts of society and touched up more
general, overarching health topics such
as what the future health system should
ideally look like.

» Focus groups
Focus groups were set up with commu-

nities who were not participating in other
participatory spaces. Marginalized and
vulnerable groups were thus targeted in
these small-group, homogenously consti-
tuted sessions.

» Citizen’s jury

Approximately 100 people were selected
by lottery from each of the governorates
to form a “citizens’ jury” with the task of
pronouncing a verdict on specific ques-
tions linked to specific themes

National Health Conference

A large participant list including citizen
jury members, associations, NGOs, trade
unions, parliamentarians, and many other
come together here to validate policies
and decisions.

Study objectives

» To assess how far population, community,

and civil society voice was brought into
health policy-making through the Societal
Dialogue for Health mechanism.

» To understand what worked well and less

well in order to draw lessons learned for
future SDH operations.

Main findings

Following the 2011 Arab Spring revolution
and considerable popular pressure, a
funda-mental reorientation of the health
sector was needed. The Societal Dialogue
for Health was launched in 2012 with great
emphasis placed on the word “societal”
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in order to highlight that the entirety of
society’s actors should have a say in how

their health system is shaped (70). It is not a
government institution per se and is largely
run by civil society but has strong links to
the Citizen Participation Unit of the Ministry
of Health.

The SDH is run by a Steering Committee
which includes civil society and high-level
government representatives. Several
working groups are coordinated by a Tech-
nical Committee which is also composed of
civil society as well as mid-level technical
Ministry cadres and WHO; their objective is
to organize and prepare the different SDH
events.

The main findings of this case study were as
follows:

> Key success factors were the high-level
political support as well as the availability
of a core group of highly motivated and
available citizens and experts to volunteer
their time and knowledge.

> Flexible technical support of development
partners provided not only catalytic
funding but also technical expertise for
running the different events.

>

A key challenge was the fluctuation of
Ministry of Health interest and involve-
ment of key government technical cadres.
This was overcome through painstaking
and persistent advocacy and targeted
outreach to government officials when
windows of opportunity arose.
Maintaining citizen interest to participate
was another challenge. Periodic consulta-
tion meetings on the process itself, rather
than only on content, seemed to help keep
citizen interest in the SDH.

Tensions between citizens and health
professionals has been difficult from the
very beginning. Separating the two groups
for distinct discussions has helped but
further dialogue techniques need to be
reflected on and refined to enable more
exchange between these groups.

The next phase of the Societal Dialogue
for Health should focus on ensuring
better representation of a wider array
of Tunisian society, reflect on anchoring
the SDH process in a legal framework,
build institutional links to decision- and
policy-making, and develop a strategy to
keep citizens and communities motivated
to continue their involvement in the SDH.
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1.7 Conclusion

Social participation and participatory govern-
ance must be at the heart of countries” health
system strengthening efforts as they tread
the path towards UHC. This implies setting
up, maintaining, and managing participatory
spaces where people from all walks of society
come together with experts and government
cadres and anyone else relevant for the topic
of discussion. Facilitating such a discussion
in a policy-relevant way with the right group
of people is challenging and complex. Invest-
ment in government and people’s capacities to
engage in such a space must therefore go hand
in hand with its set-up and operationalization.

In this chapter, the handbook concept is intro-
duced, including a brief summary overview of
key definitions and a description of the main
participatory spaces referred to in this hand-
book. The handbook’s key underlying premise
is then elaborated upon, i.e. that power rela-
tions which exist in society naturally carry over
into a participatory space, and can even get
consolidated within if countervailing power is
not accorded to those with less of it. This can
be done by thoughtful reflection of a participa-
tory space’s format and design, besides many
other ways which are laid out in the following
chapters of this handbook. The fruits of those
efforts is more meaningful engagement of
stakeholders with each other, which can be
more effectively channeled towards relevant
policy solutions.
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2.1 Introduction

Participatory processes are embedded within
a country’s social, political, and economic
landscapes; these thus shape and define the
prevailing ideas about participation and conse-
quently influence its effectiveness (2-7]. Con-
textual realities form the environment which
shapes people s attitudes towards participa-
tion as well as their abilities to participate (2].
This chapter elaborates on these very con-
textual realities, with the basic premise that
they are founded on power relations, be they
political, economic and/or social in nature. The
undeniable role of power relations in shaping
contextual realities (environment], and by
extension, social participation efforts, is there-
fore scrutinized in the following pages. Spe-
cific policy-maker and civil society stakeholder
actions which can make the environment more

enabling, allowing social participation efforts
to flourish, are subsequently laid out. These
actions are at the centre of this chapter for
two reasons. Firstly, because policy-makers,
through their inherent power positions, have
the ability to influence social participation
processes to an uneven extent when compared
with other social participation stakeholders.
Generating ways to share this influence with
other stakeholders is one of government
actors” major challenges in regard to creating
an enabling environment for participation.

Secondly, civil society and community stake-
holders also have options at their disposal to
stimulate an enabling environment and gov-
ernment actors should be not only be aware of
it but also actively support it.

(4

Power can also be understood as ‘latent’ and
expressed as ‘influence’ in decision-making. From
this perspective, there are no powerless individuals,
but only people who are yet to become conscious
about, and activate, their hidden power in order
to exercise influence.

’

Flores & Hernandez (1)
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2.2 Objectives of this chapter

This chapter elaborates on the notion of a par-
ticipatory space (see Chapter 1) where partic-
ipants who are less powerful are empowered,
to the maximum extent possible, to express
their views and experiences without fear
of reprisal or undue consequences. This is
essentially what constitutes an enabling envi-
ronment for more equal social participation. It
signifies a humbling of voices who are usually
more influential. In the following sections and

throughout this book, we aim to demonstrate
why this is needed, and how it is ultimately
beneficial for all participants, especially those
who are used to wielding significant influ-
ence such as policy-makers and government
cadres. In the end, an enabling environment
acts as a great catalyser for the participatory
exercise to achieve its aims and expectations,
however varied they might be.
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2.3 Enabling environment: conceptual clarification

Power dynamics end up creating unequal con-
ditions for (social] participation because they

(a) pose structural barriers to participation
for some parts of the population while

(b) (sometimes inadvertently) increasing
access to decision-making structures for
other parts of the population.

In order to understand those power dynamics,
power must be defined, especially with rele-
vance to the health and policy-making context.

What is power?

Power can be a controversial term with mul-
tiple perceptions and inherent facets. This
is precisely why a clarification is needed for
purposes of social participation and for this
handbook.

First of all, this chapter does not claim to fully
address the theoretical foundations of the
concept of power. The main goal here is to con-
sider the practical applications of the notion of
power which are relevant to the idea of more
equal social participation. In this vein, power

can be understood as “an ability to achieve a
wanted end in a social context, with or without
the consent of others” (8. Power thus relates
to the ability to control and influence the use
of resources - be it human, financial, intellec-
tual (i.e. knowledge), or material - needed to
achieve that “wanted end”.

A pertinent aspect of power is its dynamic
character. It can manifest within different
social, economic, and political relations at any
time, both between individuals and between
groups within local health administrative
levels, between local and national levels, and
within the national level (9, 10). It is pervasive
because power underpins the conscious
and sub-conscious principles which define
the prevailing rules of society. A logical con-
sequence is that they form society’s policy
choices.

A participatory space, when viewed through
the lens of power, is essentially a political and
societal process. Seen this way, power is thus
the driver behind of who is included and who
is excluded (11).
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Power, in relation to social participation, is not
only limited to formal power, i.e. manifested
explicitly through formal (political) institu-
tions. Informal types of power are implicitly,
and sometimes subtly, also manifested in
relationships between individuals or groups
of individuals (11]. Power imbalances are thus
not always obvious nor conscious. An overt
manifestation can be social status and socially
hierarchical titles, while a covert manifes-
tation might entail certain assumptions and
prevailing beliefs regarding the abilities and
characteristics of individuals and/or com-
munities. However, both formal and informal
power imbalances reinforce each other and
usually lead to an uneven dialogue between
stakeholders (10, 12].

Power and health policy-making

Power frames health policies in multiple
ways, beginning with who is allowed at the
policy-making table to how the negotiations
take place between stakeholders on resource
distribution and priority setting (13].

Power imbalances exacerbate (social, eco-
nomic, and political) inequalities, even more
so when it interacts with other vulnerability

characteristics such as gender, religion, class,
ethnicity, etc. (14). Health needs and experi-
ences are greatly coloured by these charac-
teristics [14] but vulnerable groups’ inherent
position of power inferiority means that their
health needs are often not at the centre of
health policy dialogue. Ultimately, power thus
determines which health system challenges
are addressed and prioritized (15). In the long
run, misuse or abuse of power can therefore
be understood as a key factor of poor health
system performance [16].

Designing participatory spaces which counter
the underlying reasons for unequal participa-
tion is a complex challenge because formal
and informal power is exercised concurrently
and incessantly by multiple actors at multi-
ple layers of the health system (and beyond),
sometimes deliberately (but not necessarily),
and each with a differing rationale (12]. Thus,
participatory processes whose objective is to
influence policy-making and priority-setting
must contend with different types and peculi-
arities of influence and power.

Chapter 2 - An enabling environment for participation
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2.4 An enabling environment: key issues to reflect on

This handbook aims to convince readers that
conscious and visible efforts to level out the
playing field within a participatory space is
the single most effective contribution policy-
makers can make towards an enabling envi-
ronment for participation. Those efforts must
acknowledge and take into account the follow-
ing issues:

Power imbalances exist at both the
macro and micro levels of society

Power imbalances can be found not just
between different population groups (e.g. rich
vs poor) but also within groups, often called
intra-community inequalities [17). For example,
even within the lower socio-economic strata
of society or within a certain minority ethnic
group, men usually still hold more influence
than women (15]. These power-related micro-
dynamics shape all levels of society and impact
heavily on participatory space interactions.

Vicious cycle: barriers to
participation linked to power
asymmetry exacerbate the
imbalance even further

Many barriers to participation exist for the
powerless and less powerful in society -
these are explored in-depth throughout this
handbook as exemplified in tables 1 and 2.
An example of such a barrier are the costs of

participation — direct costs linked to transpor-
tation and child care, for example, as well as
opportunity costs from not attending work.
These costs obviously increase in relation to
the intensity of participation and are at the
same time relative to people "s socioeconomic
situations (18). Thus, the burden of social
participation on socially and economically
disadvantaged population groups is compar-
atively higher. This poses a major barrier to
engage in a participatory space, aggravating
the pre-existing societal power imbalance by
ceding their place to groups which are already
privileged or already influential to dominate a
policy discussion (2, 3. Decision-makers must
be keenly aware of this reality when moulding
a participatory mechanism relevant for health

policy.

A participatory space can be a
potent tool to minimize power
asymmetries

As mentioned previously, meaningful, policy-
relevant dialogue and exchange can only truly
happen when visible and genuine efforts are
made to devise a level playing field for par-
ticipation. Indeed, some scholars even define
participation as such, i.e. the “equalization
of power relations in decision-making pro-
cesses” [19]. Thus, actions geared at bringing
in people’s voice into health decisions are in
and of themselves a key means to reducing
power imbalances. Having those with less
power input and co-craft health policy can
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fundamentally reshape power dynamics
based on a participatory space’s very notion of
inclusion and fairness (20).

Hence, power and participation relate to each
other in two directions (see Figure 2.1). The
existing power imbalance can render a par-
ticipatory space less meaningful and effective,
but increasing the activity within that space

of power towards a more even power equi-
librium. This then becomes a virtuous cycle
because a more level playing field within the
participatory space enhances meaningful
dialogue and debate. This can increase the
legitimacy of results derived from that space,
thereby more sustainably influencing policies
which empower and lend agency to groups
with traditionally less voice and power.

with sincere intentions can tip the balance

Figure 2.1: Power and participation influence each other
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Therefore, the principal means to attain the
objectives which a policy-maker sets out for
a participatory space is to create an environ-
ment where power imbalances ingrained in
a country’s political, social, and economic
circumstances are evened out as much as
possible. Chapters 3 - 7 in this handbook lay
out which steps to take to do this, focusing on
the key issues facing decision-makers when
managing a participatory process. We specifi-
cally call attention to each chapter’s link to an
enabling environment in the next section.

An enabling environment for
participation: format & design and
capacities

Action by policy-makers is needed to address
structural and other barriers for participation
which exacerbate power asymmetries. While
the details of those actions are the subject
of the following five chapters, we summarize
salient points specifically linked to creating
an enabling environment in the ensuing two
tables. Thefirstfocuses onactions linked to the
format and design of the participatory space,
including preparatory activities, which policy-
makers can undertake to contribute to an ena-
bling environment. The 2" table examines the
policy-maker capacities needed to ensure an
enabling environment for participation.
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The format and design of a participatory space moving into the actual discussions within the par-

ticipatory space, as well as follow up activities. The

can contribute significantly to reducing power imbal-  following tables will thus highlight what actions are
ances and facilitating an enabling environment for ~ most relevant to contribute to a level playing field and
participation. Format and design of the entire process ~ what government actors can do to ensure that power
is alluded to here, starting with the preparatory phase ~ imbalances can be minimized as much as possible.

Format and design actions which contribute to a level playing field

Make human and financial resources available for (independent) participation

Why is this important?

Involving the population, communities,
and civil society in policy, planning, and
decision- making requires adequate and
available resources (21). The most prominent
type of resources are human and financial
resources, as well as time (22). Those who
participate less generally are less well-off in
terms of all types of resources.

To-dos

> Resources might be subject to political power struggles if allocated to participation exercises
(23], especially if they are institutionalized participation mechanisms which have formal status

> However, a lack of logistic and financial support might challenge the (success) of the
participation exercise (2] as it might be limited to those who have the means to participate.

» Participation is a process that will unfold over time and thus resources need to be long-term
and reliable throughout the process (22).

> Government actors might need to find ways to support civil society in building (human)
capacities and ensure financial flexibility (24), without compromising the independence and
transparency of the process itself.

» Costs of the public participation processes should be clearly seen in relation to the benefitsin
implementation (21), which might not be visible instantly and a temporary outweigh of costs might
need to be accepted.

Be transparent about the participatory space

Why is this important?

Transparency regarding objectives, partic-
ipant selection, roles and responsibilities,
format & design, and governance of the
participatory space allows for equal levels
of insight by all stakeholders, facilitating a
more level playing field. Transparency also
allows participatory space organizers to be
held accountable for their commitments (18).

Why is this important?

Different techniques can complement each
other and cancel out each other’s drawbacks.
When used competently, dialogue techniques
can be an effective means to strategically
amplify people’s voice in participatory spaces.

To-dos

> People need to know what their role is and how their contribution is going to be used (25).
All stakeholders, the powerful and less powerful, should be given clear information on each
participant’s role as it legitimizes the roles and the representatives taking them on.

» The transparency principle includes an explanation of tools and techniques (26) and
receiving feedback on information provided, i.e. addressing concerns of participants (27).

» One specific aspect of transparency is the provision of feedback to participants. Docu-
menting and communicating how participants " input was used and how it was considered for
policy-making is also essential to increasing accountability (21, 29, 38).

Use a broad range of diverse dialogue techniques which are adapted to the different population groups

To-dos

» Techniques and tools should be adapted to the level of empowerment of the participants in the
process (26). Examples include facilitation techniques which focus on bringing in views of those
who speak up less, seating positions, location of the dialogue, small homogenous groups to make
participants feel safe to speak up, translation facilities, etc.

> The mix of various techniques and tools needs to consider the time and resource requirements
that might be necessary for participants to invest (30). Thus, tools and techniques might need to
provide a balance between breaths and depths, depending on the availability and capacities of
participants (21).

> The most relevant aspect for choice of tools and techniques is that they are able to include all
participants in an equal, or even equitable, way to protect the process from any form of exclusion (21).

Provide opportunities for regular interactions within a participatory space

Why is this important?

Increasing the opportunity to listen to each
other helps cement an understanding of
diverse views and builds trust and respect.

To-dos

» Invest heavily in participatory spaces and the capacities needed to sustain them over time

» Provide more frequent opportunity for interaction and reflection -- the more interaction there is
between participants, especially between those with opposing views and backgrounds, the more
likely it is that different groups will come to understand each other, whether or not they agree
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Provide easy access to information and knowledge

Why is this important?

Participants need to be provided with all neces-
sary information and background to fully partic-
ipate in the process (26). Knowledge and access
to information is a source of power. Government
stakeholders and experts generally have
knowledge and information but the population,
communities, and civil society do not always.
Providing in-depth and accessible information
is one means to balancing out the playing field.

To-dos

> Participants need to feel confident throughout the process, regardless of their socioeconomic
background (30). One way to feel confident is to be well-prepared through access to relevant
information and expert knowledge.

> Access to information and evidence in a timely manner allows opinions and interests to evolve and

prepares the ground for fruitful debate (3.

Well-prepared participants who feel that they are able to meaningfully contribute may feel

empowered and are then able to contribute further to the empowerment of their communities (31).

v

Constantly cross-check who is NOT participating

Why is this important?

The population, communities, and civil society
might be constrained through various polit-
ical and financial challenges. It is therefore
crucial to closely monitor who is facing such
constraints and therefore not participating in
order to adequately fulfil participatory space
objectives.

To-dos

> ltis achallenge to understand who is (not) at the table and why (not). It requires willingness to
recognise who represents whom and to what extent marginalized and vulnerable groups feel
addressed by a participatory process.

> Participatory space organizers should look beyond formalized or institutionalized civil society
partners to more informal groupings and local community groups to assess who is not present.

Provide post-dialogue feedback to those who have participated

Why is this important?

Adequate feedback instruments and communi-
cation channels foster accountability (29).

To-dos

> Providing feedback on how participatory space results were used is a motivator for participation

> Demonstrating how participatory space results were useful increases the system-wide integration
and buy-in of multiple stakeholders (26, 32-34). This can have positive effects on the implementa-
tion of policies (29).

Conduct regular evaluations of a participatory space to inform
subsequent processes and to build evidence on what works well and less well

Why is this important?

Public participation is a multistep process and
not a one-time activity (35). One of these steps
should be the evaluation of the entire participa-
tion process, including the preparatory phase,
so that subsequent initiatives can benefit from
the preceding ones. Evaluations should lead to
an improvement of the process; this facilitates
institutionalization of a mechanism which gives
voice to the population.

To-dos

> Evaluation should focus on the process itself as well as on achieving its stated objectives.

> Evaluate what works, for whom, in what circumstances, by analysing the engagement processes,
mechanisms and tools (34, 37).

> Evaluating the impact of a process which may take some time to reach policy goals is extremely
difficult (37, 38); nevertheless, it should be undertaken, and all caveats underlined, as it can
support policy- and decision-makers to inform subsequent participation processes (37) and make
the case for participation among sceptics.

Table 2.1: Format and design actions which contribute to a level playing field
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Capacities of government actors to level out the
playing field

Policy-makers are naturally part and parcel of
the web of informal and formal power relations.
They must first be acknowledged and understood
in order to learn how to actively promote a culture

of participation. Democratic values and principles
applied to the participatory space can catalyse
and support government capacities. We highlight
these and other selected cardinal government
capacities for creation of a more equal social
participation process - more information can be
found in chapters 3-7.

Capacities needed to ensure a level playing field

Governments need to acknowledge that democratic
principles and values are the foundations of a participatory space

Chapter

* B

Why is this important? To-dos
Participation is intrinsically linked to
basic democratic values of equality and
social justice and relies on free and equal
citizens (3, 21, 24). From a rights-based
perspective, participation can be seen as
a human right in itself that is essential 4
for the achievement of other rights, for

example, access to health care (2, 6). A
participatory space for health, especially

one where visible efforts are being made

to equalize the balance of power, is thus

a microcosm where democratic principles 4
provide a foundation, whether or not such

principles are adhered to in a country's

overall politics.

> Practicing the idea of more equalized citizenship involves giving people options to approach
governments, independent of any government-led participatory exercise (1, 29). The openness

to listen is signaled by such an approach to those whom decision-makers do not normally come
in contact with - such as laypeople or civil society — thereby subscribing to the notion of health
democracy.

Democratic principles of listening to people, at least within the health space, includes
acknowledging voices heard through demonstrations, protests, strikes, petitions, and campaigns
via Internet. Taking unsolicited public engagement seriously can help to overcome social and
politicalpower barriers (1, 5, 39). At the very least, acknowledging the messages that the popula-
tion, communities, and civil society put across to decision-makers via such means is needed to
increase the level of trust between population and government.

In order to institutionalize participation mechanisms in health, and with it an anchoring of
democratic principles in the modus operandi of the health (and perhaps other] sectors, legislation
which enables participation is advantageous (21).

The right to participate might already be enshrined in the country’s constitution and can be
leveraged as an endorsement throughout the exercise.

‘R

Understand and address social barriers to participation

Chapter ~ Why is this important? To-dos
q Participation of marginalized population > Even if economic and social empowerment cannot be the sole responsibility of the health sector,
3 ‘ groups is determined by their “ability to let alone through a limited participation exercise, it needs to be acknowledged as a structural
participate”. factor that requires long-term investments (3, 40).
However, in this context “ability” is a mul- » Empowering marginalized population groups as individuals and as communities means

tifaceted concept that includes capacities,
resources, as well as physical and social

access. Thus, low socioeconomic status >
based on structural and economic inequal-

ities may result in low access to institu-

tional structures, including participatory
processes (3, 18].

embedding the recognition of barriers into the formulation of the participatory space objectives,
format & design, putting a heavy emphasis on capacity-building, etc.

Education, awareness-raising and information are further elements to promote empowerment and
challenge social and power structures (1, 3, 40).
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Chapter

Chapter

Chapter

Maintain and communicate political commitment and genuine willingness to listen to people

Why is this important?

Political commitment is decisive for
effective participation (21, 30). From a
participation perspective, the concept of
commitment can be defined as the “willing-
ness of politicians and public participation
organizers to take action to achieve public
participation” (21). However, the lack of
political will is intrinsically linked to an
inequitable distribution of power, money
and resources, which makes it difficult
for neglected groups’ health system chal-
lenges to be of concern to those who have
access to power structures. This is a vicious
cycle which “keeps the marginalized mar-
ginalized” (20).

To-dos

>

Political will and commitment need to be maintained and communicated even if impact and
effectiveness of participation are not directly visible or equally interpreted by stakeholders.
Getting communication right is a capacity which needs to be invested in.

Communication channels between government and civil society should be are open and constantly
broadened.

Provide post-dialogue feedback to those who have participated

Why is this important?

Trust in the process and in the actors
involved is essential for people, especially
vulnerable and marginalized groups, to
engage in a participatory space and express
their views. A trustful relationship between
civil society and governments allows for
power relationships to change which
can break down social barriers: passive
[non-] receivers of care become active and
informed citizens (civic empowerment)
who participate in improving their health
outcomes (6.

To-dos

>

Participation can be leveraged to increase trust as it enables individuals to become a part of a
collective effort (6).

Stakeholders need to be taken seriously and treated with respect (2). This is foundational for
trust.

The strengthened partnerships that arise through regular interaction within a participatory
space fosters relationships between policy-makers and people and thus positively impacts on
the beliefs and opinions people have about the government (6).

Participation can increase the accountability of decisions (6, 21, 23, 33, which also contributes
to a relationship of trust.

Capacity to formulate a clear purpose for the participatory space

Why is this important?

Transparently and competently formulating
a clear purpose and goal for a participatory
space is essential for effective public
engagement (25, 26).

To-dos

> Alucidly nuanced objective statement is the basis for transparent communication. It can

influence power relations and enable new political and social dynamics by lending a clear
role and responsibility to those who generally have less say in decision-making (41). This
competency needs to be prioritized among government cadres and supported by senior
management.
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Chapter
« B
‘R

Chapter
s}
‘R

Capacity to translate experiential evidence into information

Why is this important?

Participation of marginalized population
groups is determined by their “ability to
participate”.

However, in this context “ability” is a mul-
tifaceted concept that includes capacities,
resources, as well as physical and social
access. Thus, low socioeconomic status
based on structural and economic inequal-
ities may result in low access to institu-
tional structures, including participatory
processes (3, 18].

which is relevant for policy

To-dos

> Even if economic and social empowerment cannot be the sole responsibility of the health sector,
let alone through a limited participation exercise, it needs to be acknowledged as a structural
factor that requires long-term investments (3, 40).

» Empowering marginalized population groups as individuals and as communities means
embedding the recognition of barriers into the formulation of the participatory space objectives,
format & design, putting a heavy emphasis on capacity-building, etc.

» Education, awareness-raising and information are further elements to promote empowerment and
challenge social and power structures (1, 3, 40).

Capacity to formulate a clear purpose for the participatory space

Why is this important?

Overcoming imbalanced power relation-
ships which negatively impact on partic-
ipation is a tall order as it represents a
fundamental paradigm shift which can
only happen slowly. It starts by fostering
an institutional understanding and an
organizational culture which comprehends
and values social participation (28).

To-dos

v

There is often a cultural resistance to participation within Ministries of Health (29) which

should be examined and reflected on. It might be useful to dissect why civil society is often

seen as an abstract construct unrightfully claiming power (42) instead of a potential partner for
decision-making. This initial step can be helpful in devising strategies to overcome the cultural
resistance.

Governments can seek interaction with civil society stakeholders to increase their own

exposure and learn from those interactions (3, 43). Experience demon- strates that more face time
between stakeholders with each other increases not only understanding for each other’s perspec-
tives but also speedens the learning curve for all actors on the ‘how’ of participation. The old saying
‘practice makes perfect’ is relevant here!

Accepting, tolerating, and listening to different types of people respectfully speaking their

minds, even when their views are completely different or opposing to established ideas, can contrib-
ute to an (institutional] culture where people’s views are valued. This needs to be practiced, trained,
and learned by government cadres as well as the more powerful and influential in society.
Governments who do not immediately have the capacity to manage a participatory space

effectively can explore the advantages of a mediating body. Such an independent body can arbitrate
the public discourse in order to reflect and systematize demands articulated by civil society as

well as arguments articulated by government actors. One advantage of a mediating body is that it
could potentially increase the legitimacy and quality of the participation process as it can translate
information that is gathered through public consultations into actual policy priorities that can be
taken-up by governments (21). Missing technical expertise and a lack of capability to define policy
objectives from civil society could be thus mitigated. Additionally, a mediating body could act as an
independent facilitator that can ensure impartiality as well as transparency for the participation
exercise (30).

v

v

v

Table 2.2: Capacities needed to ensure a level playing field

Handbook on Social Participation for Universal Health Coverage

54



5. Conclusion

This chapter focusses on conceptualizing
power and stipulating its relevance for social
participation. Power is manifested through
formal and informal political, socioeconomic,
and traditional hierarchies that create unequal
conditions within societies. Thus, power
dynamics determines how level the playing
field is, thereby greatly influencing the effec-
tiveness and quality of social participation.

To create an enabling environment for par-
ticipation, governments need to understand
and acknowledge the role power plays within
social participation and ensure measures are
put in place to reduce and ultimately dimin-
ish this imbalance of power. Two main areas
which governments can focus on to address
power asymmetries, and foster meaningful
contributions from traditionally less powerful
and disadvantaged population groups are:

» the format and design of a participatory
space needs to counterbalance power dis-
parities between participants;

» government capacities to understand and
tackle formal and informal power relations
need to be built.

This chapter serves as a connector between
the participatory spaces [as outlined in chapter
1) and the following five chapters (chapters 3
to 7) by showing how a participatory space can
be shaped to support meaningful engagement
of stakeholders with each other by minimiz-
ing, as far as feasible, power asymmetries. By
unfolding the relevance of power for an ena-
bling environment, the chapter demonstrates
the transformative potential that is embedded
in social participation as it challenges societal
conventions of whose voice should be heard,
who should have agency over their own health
and who should be empowered to meaning-
fully contribute to policy-making.

In summary, power imbalances need to be
recognized as key obstacles to an equal inter-
action between stakeholders and thus, con-
stant attention and political commitment are
necessary to eliminate these obstacles and
thereby create an enabling environment for
participation.

Chapter 2 - An enabling environment for participation
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3.1 Introduction

One of the most oft-cited concerns of stake-
holders in participatory governance and social
participation efforts is the (perceived) repre-
sentativeness of those who contribute (1-8).
The issue of representation is closely linked
to the issue of legitimacy and credibility, the
widely-held notion being that if those who are
part of a participatory process are represent-
ative of whom they are supposed to represent
(often the ‘public’), then they are also consid-
ered legitimate. More importantly, the results
of the participatory process are then also seen
as legitimate.

The concept of representation is often not
explicitly reflected on in many participatory
processes yet it remains very present in both
the participation literature and primary data
collected for this handbook [9-16). Policy-
makers and organizers of participatory spaces
struggle with the issue and “have no clear
formula for assessing representativeness”
(17). Some stakeholders propound an ideal of
consulting a cross-section of the population
at large, embodying so-called statistical rep-
resentation [see Box 3.1]. Yet in practice, this is
administratively complex and costly, often ren-
dering it unfeasible (18]. Furthermore, as we
will examine in this chapter, such an approach
may not be useful in terms of the health policy
question at hand.

What is representation, then, and what makes
it useful in terms of participation which feeds
into health sector policy-making? Boiled down
to its essence, representation is ‘acting on
behalf of’ someone, i.e. making them effec-
tively present via a vicarious intermediary (4]
because of the reality that not everyone can

be invited. The idea is to ensure the same, or
similar, expression of diversity (social or oth-
erwise) through the participant group as exists
within society, despite the smaller scale [19).

The pertinent question then becomes: which
expression of diversity is desirable? Diversity in
socio-economic class, in geographic residence,
in the possible range of viewpoints on a specific
topic, in ethnicity, in experience with the issue
at hand... or a mix of these? It increasingly
becomes clear that the answer depends heavily
on the policy question or objective of the par-
ticipatory process; adequately reflecting on and
specifying this is critical to targeting the right’
public who are considered legitimate to speak
for themselves or on behalf of a constituency’,
and/or gain certain skills to do so during pro-
cesses which are set up in a way that allows
them to contribute in terms of a common good.

Representativeness for
population engagement
mechanisms is about getting
the ‘right’ public with regards
to the policy question at
hand. The policy question
needs to be precisely and
clearly formulated and
communicated in order to
build a participation selection
strategy onit.

1 A constituency refers to a particular group of people in society who are
likely to support a person or an idea.
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This leads us to the crux of this chapter and
the conceptualization of representation which
is most relevant for government-led partici-
patory processes for national health planning
and policy-making:

1. A well-reflected selection process can bring
in participant diversity based on criteria
which are adapted to the policy question at
hand. This is based on inherent attributes of
participants, their position and experiences
in society, and/or their knowledge and
exposure to pertinent issues.

2. The format and design of the participatory
process can lend legitimacy and credibility
to participants to represent a constituency
(for example, the general public, a certain
community, a patient group, etc.). This may
be through their own personal experience,
their expertise, or through their direct con-
nections to the constituency. Legitimacy can
thus be acquired through exchange and dis-
cussion when the format is thought through
well and conducted sincerely.

The first point undergirds the importance for
policy-makers to select participants based on
the desired representativeness of a participant
group or idea (9). The second point focuses on
the representation role of individual partici-
pants, and how the participatory process itself
can be instrumental in shaping that.

In addition, the representational role of indi-
vidual participants and groups are recognized
and bolstered by capacity-building initiatives.
Government stakeholders also benefit from
capacity strengthening, especially in terms of
recognizing the benefits of participation for

their own policy work as well as the practical
‘how’ of conducting participatory exercises and
effectively undertaking 1. and 2. We discuss
capacity needs in detail in section 6.

Box 3.1
Quantitative representation

(otherwise known as statistical representation
or descriptive representation)

‘Statistical representation’ aims for a representa-
tive sample that reflects the characteristics of the
total population (20); i.e. ‘an exact portrait, in minia-
ture, of the people at large’ [10). Random sampling
is usually used as a method to select participants
(5, 21).

The term ‘statistical representation’ is often used
interchangeably with ‘descriptive representation’
(5, 21); the latter label emphasizes the use of
demographic characteristics, such as age, ethnic-
ity, education and income, to select representatives
for a participatory process. The aim is the same: to
ensure that the frequency of those characteristics
in the participant groups reflects the frequency of
occurrence in the population (22]. Since the focus
is on the frequency, or the quantitative distribution,
of characteristics, Hainz et al. introduce the term
quantitative representation (5, 21). The main advan-
tage is that a quantitively representative sample of
the public allows for a certain ‘external validity’ of
results (23).

In this handbook, we employ the term ‘quantitative
representation’ (as opposed to statistical, or
descriptive, representation) and distinguish it from
‘qualitative’ representation (see Box 3.6).

o
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3.2 Objectives of the chapter

This chapter thus aims to provoke the policy-
maker to reflect on the central issues linked to

(a) selecting representatives and

(b) ensuring that the format and design of the
participatory process lends participants the
maximum level of legitimacy and credibility
to represent the voice of the target public(s)
of the participatory process.

The next section lays out the rationale for
thinking through representation issues and
explores the dilemma of representing so-called
‘lay’ people. We then go into the specifics of
the selection process, the process format and
design from the perspective of meaningful
representation, and end with capacities which
are necessary to fulfil representational roles.
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3.3 Representative participation: conceptual clarification

Power imbalances affect the
legitimacy of participants

The focus of this handbook is on government-
led participatory spaces where it is impera-
tive to acknowledge that governments (and
in some settings, donors) have considerable
power over how these spaces shape up, are
used and are effective in actually giving voice
to those who are affected by health policies (3].
Acknowledging this reality also implies that
the starting point of any such participatory
space is imbalanced in terms of power and
influence (11].

One source of power is clearly the legitimacy a
participant may have, or be perceived to have,
through their representativeness of a group,
constituency or community. Some stakehold-
ers may have their expertise (e.g. academ-
ics, health professionals] or governmental
positions (e.g. Ministry of Health official] to
legitimize their presence and contribution in
participatory spaces. For lay participants or
civil society organizations, it is usually not that
straightforward. They often depend on rep-
resentation of a group, community, or idea as
their primary source of legitimacy, and thereby
power and influence (24).

From the government perspective, one of the
goals of a participatory space is to elicit and
understand ‘representative’ views (25]. Indeed,
the reasons usually advanced by policy-
makers as the rationale for social participation
efforts emphasize the uniqueness of lay or civil

Box 3.2

What or whom does a
participant represent?

Policy-maker-organizers invite participants for
dialogue within a participatory space in order to
obtain diverse views representing:

> a constituency or community because the
participant has regular interactions with
those represented and/or has been selected
by the constituency or community to be their
representative;

> a constituency or community because organizers
wish to hear an individual experience or view
which they deem as potentially characteristic or
typical for that constituency or community;

> an idea or perspective based on technical
expertise.

Participants are therefore transformed into ‘rep-
resentatives’ by virtue of the participatory process.
Well-reflected participant selection as well as
process format and design should lend legitimacy
to the participants to become representatives; it
should also render credibility to the participatory
space as a forum to feed into decision-making.

society contributions as distinct from expert,
professional, or government cadre input (20].
This representative ‘uniqueness’ is what is
sought after in its diversity.

o
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Box 3.3

Participation & the balance of power

» Government-led participatory spaces are
inherently imbalanced at the outset in terms of
power and influence of actors.

» Organizers of participatory spaces often remain
vague on details regarding whom they want
to consult and why, leading to further power
asymmetries and questioning of participant
legitimacy.

» Transparency and explicitness about
representation is needed to facilitate more
equalized power relations for effective
participatory outcomes.

However, those ‘unique’ contributions may
not find a voice within a participatory space
if policy-makers do not adequately account
for pre-existing power imbalances among
actors. One way to do so is to be explicit about
representation, i.e. specify the expected rep-
resentation or contribution (see Box 3.2] of
each participant (for which the target public
must be well-defined), and why each par-
ticipant’s presence is needed (for which the
objective of the participatory process, event,
or institutional set-up must be made clear).
This explicitness lends legitimacy, and there-
fore power, to all representatives, especially to
those who are lacking in it. It further facilitates
buy-in from stakeholders whose interests
and concerns can make or break successful
implementation of health reforms (such as
professionals and experts but also certain
communities).

The credibility of a participatory
space (also) hinges on legitimacy
and representativeness

In practice, however, policy-makers often
remain vague on whose views exactly should
be solicited and what implications this might
have for those who would be implement-
ing policies such as communities or health
staff on the ground (4, 11, 26, 27). As Martin
asserts: “staff [were expected to] recognize the
legitimacy of participation, but [organizers] did
not specify the terms of that legitimacy [which]
reflects the frequent vagueness with which these
broad policy intentions are translated into prac-
tice. Consequently, implementation becomes a
matter of negotiation” [11].

Credibility of the participatory space suffers
when representation issues are not ade-
quately thought through (18]. The literature
widely documents the problems associated
with poorly designed representative selection:
lack of transparency in selection criteria (6,
14, 16, 28], arbitrary selection of civil society
representatives (29], and participation by the
same familiar faces who are easily accessible
and have resources (6, 30-33]. The result is
a further asymmetry of power and influence
which can be mitigated with a more system-
atic approach to the selection process.

Another way this power asymmetry plays out
is through the frequent use of representation
(or lack thereof] as an argument to discard
participation-based results during or after
participatory processes. This may be due to a
real concern for representativeness, but may
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also be fueled by fear of losing control over
the process, or losing (institutionalized) influ-
ence. Either way, the unease of government
cadres and health professionals generated by
the representation issue consistently proves
to be a real challenge, leading to a potential
negation of participation altogether (4, 11, 14,
26, 30, 34).

A vicious cycle can then ensue: if represent-
ativeness is not (seen to be) assured, the
participatory space is not viewed as credible
and it can be more easily abused and misused
(11, 35). Tokenism? and the feeling of being
manipulated are common complaints of civil
society organizations, patient groups (2, 34,
and the lay public (4, 5, 33), who are often in
the minority (14, 16, 37, 38] in participatory
processes, with government officials and
managers sometimes conducting the exercise
due to protocol or obligation (11, 33). This
vicious cycle can be broken by devoting more
attention to representation issues, making
participant selection explicit and designing
the process with legitimacy in mind (32 [see
Box 3.4).

The risk of a low (perceived) level of civil
society legitimacy is that more powerful
interest groups, often the same high-capacity
organizations, health professionals, experts,

2 A 'tokenistic approach’ in relation to participatory spaces is one where
governments/organizers engage with the participants in order to fulfill
legal requirements or satisfy a particular group of people, rather than
conducting the exercise in the spirit of the law or policy. Engagement
with population, communities, and civil society ends up remaining
superficial and not always sincere, with government’s/organizer’s own
interests predominating over the interest of society. Both a symptom and
a cause of tokenism can be: civil society representatives are significantly
underrepresented, organizers keep strict control of the rules of public
engagement, i.e. the nature and level of public engagement fails to allow
for meaningful public input [4].

and/or lobby groups, crowd out the voices of
those who are the main purported target of
both the participatory space and health policy
implementation efforts, potentially defeating
the very objective of the exercise (1, 11, 24, 35].

The credibility of a participatory space is thus
closely interlinked to legitimacy which brings
us full circle back to representation and rep-
resentativeness. Complicating an already
complex topic is the fact that stakeholders
have widely varying self-perceptions of one’s
own legitimacy and representativeness. In
general, government stakeholders, experts,
and health professionals tend to mainly ques-
tion representativeness of lay people and civil
society based on arguments of statistical
representativeness and an elusive pursuit of
‘experts in laity’ (9, 11, 33). Members of the
population, communities, and civil society
often see their individual views and expe-
riences as legitimate in and of themselves,
worth bringing up and discussing in order to
benefit the wider collective interest (9, 11, 39).
Again, resolving this requires explicitness and
transparency with regards to representation.
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Box 3.4

Constituency selection at Thailand’s National

Health Assembly

The three broad constituencies [people’s
sector, knowledge sector, and government
sector) for the National Health Assembly
in Thailand are termed the ‘triangle’ con-
stituencies based on the slogan that ‘the
triangle moves the mountain’, i.e. all three
forces must join together in order to bring
about change.

The National Health Assembly (NHA) gov-
ernance structure is thus tripartite, in that
all three ‘angles’ must be represented
equally. No one constituency has a privi-
leged role in the NHA process when com-
pared to another. The aim of representation
within the NHA is to ensure complementar-
ities of the varying perspectives of the three
constituencies - the policy-maker view, the
population’s experiences, and the knowl-
edge of those analyzing evidence. Unique
to the NHA process is that every attempt
is made to put all sides on an equal footing
(through  capacity-building, awareness
raising work, etc., organized by the National
Health Commission Office) with each other
so they can each adequately fulfill their rep-
resentational role and be complementary
to each other. All constituencies at the NHA
also have equal speaking rights.

Within the broad NHA triangle corners, the
National Health Commission Office (NHCO)
defines specific constituency groups with
an assigned number of representatives, for
example, ‘civil society organizations working
on HIV/AIDS, consumer protection or disa-
bilities’. Each NHCO-defined constituency
group organizes its own consultation process
to select its representatives to raise their
concerns at the NHA. Participants attend the
NHA in their capacity as representatives of a
NHCO-defined constituency group. Individu-
als wishing to take part in the NHA must thus
first join a constituency group.

Ingeneral, the NHA is extremely diverse inits
stakeholder base, with representation from
government, think tanks, academia, civil
society, communities, and private sector.
The number of NHCO-defined constituency
groups increases each year according to the
resolution topics addressed at the annual
NHA. No group is ever removed from the list;
new groups are added each year as relevant.
For example, at the NHA in 2016, there were
280 constituency groups, and the current
NHA 13 accounts for around 350 constitu-
ency groups (32).
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The representation conundrum:
the ‘ordinary’ lay person does not
really exist

The pursuit of laity by organizers of partici-
patory spaces in health seems to be based on
the appeal of consulting the ‘common man’ or
‘common woman’ who can provide ‘ordinary’
insights otherwise unavailable through other
mechanisms (11]. However, the ‘common
women’ or ‘common man’ does not really exist
in reality. Most people are not representative
of a public in and of themselves, and no one
person, or even a group of people, can neces-
sarily represent the full spectrum of the public
(24). In fact, some scholars assert that it is
unfair to expect anyone to represent the public
(40).

The dilemma is complicated by the mere act
of participation itself - the more a person
participates, the less ‘lay’ they become. The
experience and exigencies of the participatory
process can build confidence and skills (and
this is often a stated objective), and thus create
a more professionalized expert with the risk of
then being branded as unrepresentative (26).

The conundrum continues when examining
which lay people participate; experience
shows a bias towards the elite in society, i.e.
those who have time and resources, or a par-
ticular interest in the topic (11, 30]. Yet, the
latter group could be seen as having a poten-
tial conflict of interest, and therefore not very
‘lay’ (24).

Box 3.5

Experiential expertise

Experiential knowledge refers to the real-life
experiences that people have as service users or
community members, for example, when accessing
health services in a facility, or dealing with the lack
of running water at home, etc. In contrast to experts
or health professionals who are requested to make
judgments, ostensibly objectively, based on facts or
specialized knowledge, lay people or patients are
supposed to bring in a more subjective evidence
based on their lived experience, or, in other words,
a non-expert view (20). This ‘expertise’ is and
should be more recognized among stakeholders as
a source of legitimacy within a participatory space.

The boundaries are therefore fluid between
lay, experiential, professional, and technical
expertise (11], especially due to the increasing
professionalization of civil society. This can
lead to conflicting messages on participant
selection. In one example from the UK, Martin
describes leaflets used to enlist participants
to a public forum which specifically calls for
‘ordinary people’ to apply but simultaneously
extols the importance of “knowledge or expe-
rience of a particular aspect of healthcare” (5.

What is exactly the allure of having the ordi-
nary person represented? It is effectively a
question of (perceived) legitimacy lent by a
participant selection which is random so as to
provide a statistically representative sample
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Box 3.6

Understanding the difference
between quantitative and qualitative
representation

>

v

Quantitative representativeness is achieved if the
frequency of prespecified characteristics
within the (general] population is sufficiently
represented within the participant sample. By
creating a statistically quantitative sample of
the population at large, often through random
sampling, a certain level of ‘external validity’ of
results can be achieved (23). The prespecified
characteristics are usually demographicin nature,
i.e. information that can be obtained through a
population register, tend to be static (ethnicity,
gender, etc.), and therefore easily verifiable in
terms of their frequency within the population.

Qualitative representativeness is achieved by
guaranteeing the occurrence of prespecified
characteristics within the sample even if these
characteristics are not represented by the
same frequency as in the general population.
The underlying assumption is that these
characteristics should be given more weight
because they are relevant for the objective, or
reason for selecting participants.

Therefore, the aim with qualitative representation
is to achieve a qualitative diversity of participants
relevant to the participatory space objective
instead of a quantitative proportionality often
achieved by random sampling with access to
population-level data (9, 21, 23, 26).

68

of the ‘ordinary’ population. Legitimacy is also
given through an election with broad suffrage,
the process of which boosts the authority of
the elected person to perform a representa-
tion role through an explicit demonstration of
population support by the ballot (5, 4].

Qualitative representation

is more relevant for health
sector population engagement
mechanisms

As pointed out earlier, quantitative represen-
tation (i.e. consulting a proper cross-section of
the population) and a general election process
are administratively complex and costly (5, 18,
41, 42]. Furthermore, the inherent failings of
statistical or electoral representation are par-
ticularly relevant in terms of population input
into health sector policy processes. Firstly,
neither method guarantees that represen-
tatives mirror the population adequately in
terms of characteristics relevant for health,
which, besides the more widely available ones
such as gender, ethnicity, or socio-economic
status, also include health needs, user pref-
erences, and health system experience (22,
37), which are not generally available in popu-
lation registries. Also, elected representatives
are not always representative of all voices (6]
and are often contested by minority views or
groups (24), the very target of policies aiming
to improve health outcomes.
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Secondly, inclusivity and ‘leaving no one
behind’ is (should be) a key underlying prin-
ciple of health policy-making with universal
health coverage in mind. In general, the liter-
ature and case studies insinuate that partici-
pant selection processes focusing on qualitative
representativeness tend to be more successful
in bringing in diverse voices (11, 30, 43-45].
Bringing in varied and marginalized voices
means giving more weight to their views in
relation to majority views, thereby abandoning
the basic principle of quantitative representa-
tion. Bovenkamp et al. even caution that a
collective voice is usually mobilized to protect
the status quo (46]. If real reform is desired in
the health sector, individual voices should be
particularly sought after as they usually stem
from dissatisfaction and highlight system
deficiencies.

Thirdly, many experts stress the distinction
between (a) representing a population or
population group through demographic char-
acteristics and (b) bringing in a perspective
of that population group, either by individual
experience or through regular interaction and
experience with it (25, 37). Strictly speaking,
the full public is likely better represented as
a whole through a quantitative representation
approach. However, it is (b) which offers the
most germane population, community, and
civil society input in terms of health sector
decision-making where policy options must
address the needs and experiences of both
individuals and populations.

Indeed, in addition to a more ‘representative’
population view, credible and useful input
during participatory processes include per-
sonal experiences and perspectives as health
system users, caregivers, family members,
migrants, residents, citizens, etc. (7). This is
expressed in the notion of ‘experiential partic-
ipation” where individual and shared encoun-
ters within the health domain is brought into
public consultations and discussions (25,
37). Often, this experiential knowledge [box
5] is discredited as being unrepresentative,
which some authors lament is due to profes-
sional-expert dominance in agenda-setting
(11). However, as explored further in the next
section, qualitative representativeness to
bring in diverse views and experiences can
strengthen the legitimacy of a participatory
process, especially when the selection process
is coherent with dialogue objectives (3].

Qualitative representation is thus more apt
for health sector participatory objectives.
However, this does not mean that quantitative
representativeness is not useful in specific sit-
uations, especially when combined with selec-
tion criteria aimed at qualitative representa-
tiveness as well. The participatory process
format and design are thus paramount; we
elaborate on this further in section 5.
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Box 3.7

Different terminologies and types of representation

Different terms are used to specify different types of rep- For purposes of the handbook, however, we
resentation, with definitions sometimes overlapping one largely stick to two simple terms: qualitative and

another. Here, we aim to give readers a non-exhaustive quantitative representation.

overview of terms which are frequently employed in the
literature and in practice.

Formalistic

Qualitative

Symbolic

Substantive Statistical

Typical

- Electoral

Formalistic representation focuses on the institutional arrangements of representation, i.e. how
representatives are formally authorized to act on behalf of others (17).

Electoral representation is an example of formalistic representation. Electoral mechanisms give
representatives the mandate to represent the constituents’ interests (6). Representatives are
expected to be responsive and accountable to those being represented; they have the option to
remove representatives or sanction them (17, 47). Representatives may or may not share constituent
characteristics, and may or may not understand constituents’ needs and preferences (5, 22).

Qualitative representation is achieved by guaranteeing the occurrence of prespecified characteristics
(demographic ones but also characteristics such as viewpoints, experiences, but also other
characteristics such as work location, relationship to a handicapped child, etc.) within the sample
even if these characteristics are not represented by the same frequency as in the general population.
The underlying assumption is that these characteristics are relevant for the objective, or reason for
selecting participants, and hence are given more weight (21, 23).

Symbolic representation is related to the way in which representatives invoke meanings, attitudes,
and beliefs in a symbolic way. A community leader is one such example, as he/she knows how to
communicate locally, embodies meaning, and evokes common feelings and attitudes in those being
represented. Symbolic representation is thus about the response elicited by the representative (17, 47).

Statistical representation, descriptive representation, quantitative representation Statistical
representation aims for a representative sample that reflects the characteristics of the total
population (20); i.e. “an exact portrait, in miniature, of the people at large” (10). Demographic
characteristics, such as age, ethnicity, education and income, are generally used as the standard
type of information collected in population registries. The term ‘descriptive representation’ is used
here as well (5, 21, 22).

Substantive representation refers to representatives who take actions on behalf of, and in the interest
of those being represented (17, 20, 47), regardless of whether or not the representative belongs to the
same community or shares characteristics or background. Substantive representation is a typical role
played by civil society and community organizations. The focus is on whose interests representatives
pursue, not what the representatives are or look like (22).

Typical representation: an individual who is typical of others or who has similar characteristics or
experiences is a ‘typical’ representative. For example, adults who have had allergies since childhood
are seen to be typical of each other if the reference point is ‘chronic allergy patient’. Emphasis is
placed on the nature of the characteristic or experience. They do not represent a defined community
per se. Typical’ representatives’ personal, individual views are then seen to be representative in and
of themselves (20, 48).
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3.4 Selecting participants: key issues to reflect on

A transparent and explicit
selection process necessitates
careful attention and reflection

As explored in chapter 1, the starting point in
designing any participatory process is a clear
objective and rationale, i.e. what is the precise
reason for creating the participatory space(s),
which question do organizers want answered
by putting it in place?

Keeping that goal in mind, the target public or
publics can and should be defined (see Figure
3.1 in a transparent and explicit manner. This
is not a light task because those who are des-
ignated as ‘the public’ are given an inherent
responsibility, power, and accountability by
being defined as such (18]. Especially when
quantitative representation is not warranted,
determining which people will represent
which constituencies is certainly a central task
of running participatory mechanisms (10].

For example, for large-scale population
engagement mechanisms, the target public
might mean the entire population of a country,
region, or district. Yet not everyone is willing
nor has the time, resources and capacities
to participate. If participation is purely vol-
untary and reliant on people’s interest, good
will, and free time, the lay people who end up
taking part through their own self-selection
are usually middle class, educated, and/or
retired... in the end, a small, selective group
(4, 5, 20, 33, 46). This may be a good start;
however, by comparing this group to the target
public, i.e. the full population in this example,
itis clear that many are being missed out. The
next reflection process should focus on: what
can be done to get input from and understand
the views of those who are not participating?

Box 3.8

Critical selection process actions
a policy-maker-organizer should
sincerely reflect on:

> the objectives and desired outcome of the
participatory space;

» which groups or individuals would respond to

those objectives;

> where are there potential power imbalances
and how can they be mitigated through
participant selection.

The above question is one which can, on
principle, be constantly posed at every stage
of a participatory process to ensure that the
full target public as defined by the participa-
tory process objective is actually given a real
opportunity to participate, ideally in an envi-
ronment which truly enables all to participate
(see Chapter 2).

Inadequate thought given to the representa-
tion issue can lead to further inequities as
many participatory mechanisms may inad-
vertently reinforce societal hierarchies which
may exclude women, minorities, marginalized
groups, or others (15, 30J. If only those who
already have a certain degree of influence (e.g.
interest groups and professionalized NGOs
with resources and capacity) are present
in spaces where participants’ voice is given
value, it is their already privileged interests
which gets captured for health policy-making.
These groups can have a place at the partici-
patory table but not necessarily with a louder
voice (depending on the policy question at
hand and NGO structure).
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Box 3.9

Pro-active outreach to specific groups who
may not be participating is often necessary,
based on context (15, 31, 32). One Thai stake-
holder expressed this sentiment by calling the
National Health Assembly 'half-closed” (32,
implying that some groups are left behind.
Ensuring that those with community links,
the marginalized or vulnerable are not among
those groups is a decisive task of organizers of
government-led participatory spaces.

Selection process: to-dos:

» identify the target public(s) who correspond to
the policy question;

» choose an appropriate mix of methods to select
participants (more details in box 13);

» select participants in a transparent and explicit
manner by clearly communicating roles,
objectives and expectations;

» cross-check regularly during the participatory
process whether the full target public as defined
at the beginning is actually participating; if not,
modify the selection strategy and reach out to
those not participating.

Since there is no magical, single best partic-
ipant selection method to use which is valid
across all participatory mechanisms, a mixed
method approach can help strike the best
possible balance between the pros and cons
of each method, and aid in having the ‘right’
(in terms of the policy objective) public partic-
ipating. As explained in the following section,
this could mean combining quantitative and
qualitative approaches, or mixing open-to-all
forums with focus groups for targeted, invited
participants. Besides better matching policy
objectives and the target public, a mixed-ap-
proach selection process may facilitate what
Martin calls “representational authenticity”
(5), that is, a jointly understood transpar-
ent, straightforward, clear representa-
tional role which is assumed and upheld by
representatives.

In summary, the participant selection process
should support the aims of a government-led
participatory space by using approaches best
suited for the overall objective of obtaining
feasible and practical policy options. This
needs to be thought through and prepared
well. Marrying the lay and experiential with
the technical is needed; personal lay expe-
rience, community views, practitioner and
expert knowledge must thus all be capital-
ized on through the thoughtful selection of
representatives.
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Understanding who the public is:
different publics within society
can assume varying roles in
participatory spaces

The “public’ is in reality a blend of different
mini-publics, with each person or group
capable of being defined differently based on
the role they are given and the objectives of
participatory process. A patient living with
diabetes would clearly be an affected party
in a population consultation on diabetes
but can potentially be seen as a lay person
if the discussion is on a different topic such
as youth sexual and reproductive health.
Hence, the role given to a person or group in

a participatory space depends on the topic at
hand and the configuration of the space itself
(33]). In order to designate a role, however, a
solid understanding of the different publics is
helpful, while keeping in mind the caveat that
the boundaries between the different catego-
ries are messy in practice, as exemplified by
a hypothetical example of the diabetic patient,
unbeknownst to organizers of the participa-
tory space, who may have a pregnant teenager
daughter and thus would not be an indifferent
‘lay’ person when discussing youth sexual and
reproductive health.

Three basic constructions of the public are
offered in the literature (18):

Figure 1: The three publics: a stylized schematic as a basis for understanding representation

assumed to be
unfamiliar with
the issues

- lay citizen
- ordinary people

those with relevant
personal experience
e.g. of illness

- service user
- patient
- consumer

'Partisan’ Public

those with a special partisan
interest, technical expertise
or professional identity

- civil society organisations
- professional associations
- advocates
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As people and groups are multi-faceted, one
can conceptualize the lay and partisan public
as a spectrum where only a few participants
will be squarely in one category or the other.
Most will be placed somewhere in between;
examining the characteristics of participants
with this fluidity in mind during the selection
process and design stage can help strike the
most feasible balance in terms of avoiding a
dominance of one public type's perspectives
over the other - depending on the policy
question, of course, since some policy objec-
tives may demand a certain preponderance
of views. Nevertheless, using the structure of
the three publics helps to better reflect on the
different publics.

Box 3.10

Hazy boundaries between different
participant roles

The blurry boundaries and potential contradictions
between the different participant roles and identi-
ties are exemplified by Martin et al. They describe a
theoretical participant of a population consultation
who is both a taxpayer and service user (33).

Each role comes with different wants and expecta-
tions from service reforms. Those who use services
more often may take on the role of a service user
more, whereas younger, healthier participants may
veer towards a taxpayer’s perspective. In addition,
there will be many in between who are able to take
on both perspectives and may be best placed to give
balanced input.

1. Lay public, often seen as the pure public

Citizens, the lay public, or ordinary people
are those who are unfamiliar with the issue
of discussion. The underlying idea is that an
unaffected lay party should take part in a
participatory space to reflect a more generic,
unbiased societal interest (18]. The lay public
is targeted to contribute with more general
public preferences and broad orienting goals
that the population cares about such as uni-
versal health coverage (20). As pointed out
earlier, this ‘ordinary’ person may not exist in
reality or may be difficult to motivate to partic-
ipate, precisely because he/she is unaffected.
Nevertheless, it is important to keep the point
of this public in mind in terms of selecting
representatives for a participatory process:
to have a more unbiased, unaffected view on
the topic. For example, participants such as
the diabetic member of the public mentioned
above could be that person if the health sector
topic does not concern him/her.

Especially because the same person or group
or organization can take on different roles,
organizers of participatory processes must
be crystal clear as to the objectives and out-
comes of the process. It is the very basis for
thinking through which stakeholders are
needed for which roles and ensuring that they
are duly informed as such, while simultane-
ously accepting that the delineation between
different roles may not be sharp.
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2. The affected public

Alternative terms used for this group are
consumers, patients, service users, etc.
Depending on the discussion topic within the
participatory space, the affected public could
also be caregivers, family members, or com-
munity members living in a certain location
(9). This group is thus directly defined by the
participatory process objectives and expected
outcomes. For example, if the topic of debate
is air pollution’s effects on health, all city
dwellers may be the affected public vis a vis
rural residents. If the topic is accessible care
for the handicapped, disabled people and their
caregivers may be the affected public. The
notion here is that the ‘affected’ are those
who live the reality of the issue at hand on a
regular basis. Their experiential knowledge is
what is sought since the lay public, as unaf-
fected parties, do not possess this.

3. Organized groups, or the partisan public

This group is the most heterogenous as it
can comprise of interest groups, advocates,
non-governmental  organizations  repre-
senting an issue or population sub-group, a
community organization, etc. The confines of
this group against the affected public are not
always clear as organized groups can be a
cluster of affected individuals. Nevertheless,
the main point here is for organizers of partic-
ipatory spaces to reflect on the aim of bringing
in representatives from this public in relation
to the policy question at hand. That aim may
be the reality that without interest group par-
ticipation or buy-in, implementation may be
difficult. It may be that certain communities
are hard to reach but their voice can be more
easily heard through a community-based

organization intermediary. It may be because
an NGO is respected within a certain health
field and is involved in health service delivery.
Depending on the context, a myriad of reasons
can be given as a rationale to invite certain
groups.

The partisan public may be better funded or
better organized than the other two publics,
hence they may have a more dominant voice
than the others. This might be acceptable or
not; it heavily depends on the participatory
process objectives and the topic of discus-
sion. For example, if the process objective is
to gather views of marginalized communities
(e.g. elderly, migrants, LGBTQ) to improve
health system responsiveness to these groups,
then the selection process can ensure that
those community representatives are present
in large numbers and allowed predominance.
On the other hand, externally-funded interest
groups may have vested interests which are
particular to a small group in society (49];
their dominant voice may need to be equalized
with other voices.

Some authors use the term ‘sectional’ inter-
ests when referring to this public, the notion
being that a ‘section’ of society, or their
interests, is represented in an organized way
(20]. Since the sectional, or partisan, public
is a conglomeration of vastly different types
of groupings, their mandate, funding, and
vested interests should be examined closely
and made transparent, in addition to their
expected role in the process. The representa-
tiveness and legitimacy of the partisan public
is especially vulnerable to be put in question
if conflicts of interests and expected roles are
not clear (46).
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As a reminder, the objective of any selection
process is to ensure that the voices which need
to be heard in terms of the policy question are
present and given a real chance to be heard.
Part of this objective can also be fulfilled by
the format and design of the participatory
space but the selection strategy is also influ-
ential in this regard (9. Striving at all times to

Box 3.11
Conflicts of interest

Blurry boundaries between participant roles (see
Box 3.10) can also mean that potential conflicts of
interests may be unclear or easily glossed over. It is
thus all the more important for organizers of partic-
ipatory spaces to specifically look into any possible
conflicts of interests, ensure that relevant ones are
made transparent, and be prepared to deal with the
consequences.

Careful examination of participant backgrounds
may be needed in some contexts where people or
organizations claim to represent a group or idea
but may have another agenda altogether. While
participatory space organizers should demonstrate
transparency by being clear about objectives and
expected roles, participants should be expected to
disclose any motives which could contradict partic-
ipatory space objectives.

ensure a level playing field within the partic-
ipatory space means being hyper-conscious
of potential power imbalances and dominant
voices, and mitigating them where needed,
or purposefully not doing so if necessary. In
order to ‘purposefully’ do anything, participa-
tory process objectives must be lucid to both
the organizers and all stakeholders.

Finally, since people are not unidimensional in
reality, they can of course take on unexpected
perspectives. An ltalian study noted that
the associations, or partisan public, in their
health district Mixed Advisory Committees,
were indeed able to take on a citizen-wide
perspective, rather than sticking to a narrower
patient-only view, the group they represented
(37). This can also be reinforced through
careful design of the participatory process,
as explored in the following section. However,
the message here is: there is no need to strive
for perfection in a qualitative selection process
as people do not always behave as expected.
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Enhancing the lay and affected
public’s voice: the reality of
volunteer participation

Volunteers are the backbone of population,
civil society, and community participation.
Unlike government cadres or academics who
are usually paid for their time (as working
hours) in setting up or contributing to a partic-
ipatory space, civil society participation more
often than not involves volunteers who are
taking time and resources out of their normal
day job or duties to participate.

As a first step, this needs to be recognized
(and appreciated), including the conse-
quences this may have on representativeness.
Relying too much on volunteers can skew par-
ticipant groups towards those who have time
and means, for example, the privileged or the
retired (4). Excessive volunteer reliance tends
to exclude the poor, the working class (whose
opportunity cost of participating is high), single
parents (who are time-poor), minority groups
(lack of motivation or understanding), etc.
Also, due to time, and other constraints, vol-
unteers who do participate may have limited
capacities to fulfil their representational role
adequately (37].

Relying on volunteers also gives undue space
for professionalized civil society and academia
who can afford to participate and have high
capacities (14, 30, 33]. Again, most of those
associations have a clear and important role
to play in participatory spaces but the balance
of participation should not be tipped entirely in
their favour. A high proportion of participants
being professionalized civil society may raise
concerns about representation and legitimacy

- whether that is true or not depends heavily
on the aims and objectives of the participatory
space.

Volunteers are hard to come by, keep moti-
vated, and retain. In the ltalian Emilia-Ro-
magna region’s Mixed Advisory Committees
for health, civil society organizations struggle
to send representatives due to the paucity of
available volunteers (37). Similarly, Boven-
kamp et al. laments with regards to partici-
patory spaces for health in the Netherlands:
“[Tlhere are too many opportunities for partic-
ipation and many organizations simply cannot
cope with this demand” (34). A Portuguese
Health Council representative emphasized in
an interview that participation included not
only the time at meetings and debates but also
preparation time to feel technically competent
so as to ultimately be considered a legitimate
representative. On top of that, hidden costs
such as transport and unpaid days off work
need to be factored in, leaving many organiza-
tions struggling to fill volunteer positions (50].
In Tunisia, the Societal Dialogue for Health
relies heavily on a core group of volunteers
who reported lagging motivation due to high
population expectations and the challenges of
obtaining results within the complexities and
realities of government policy-making (51].

Paying, or covering the costs for, volunteers
may be a solution but is not always feasible
or desirable due to a number of reasons
(see Chapter 7). In terms of representation,
organizers must be aware of the skew caused
by over-reliance on volunteers, and design a
participatory space with counter-balancing
measures.
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Box 3.12

France’s governmental advisory council on bioethics
and its participatory approach to revise the

bioethics law

The Consultative National Committee on
Bioethics (CCNE in its French acronym) in
France has the mandate to lead the drafting
of a Bioethics Law every seven years. In
2018, the CCNE employed a large-scale par-
ticipatory approach, called ‘Etats généraux
de la bioéthique’, to obtain society’s inputs
as a basis for formulating its official recom-
mendation (52).

Policy objective: obtain broad-based input on
nine topics of bioethical relevance (defined by
the CCNE). The orienting question through-
out the participatory process was: What kind
of world do we want for tomorrow?

Target population: the lay public (for a more
unaffected, neutral view), the affected public
(to understand the realities confronting
people whose lives are affected by the Bio-
ethics Law), the partisan public (hearing the
voice of the numerous civil society organiza-
tions advocating for a certain group or view-
point on specific topics).

Participatory spaces used:

(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. The spirit of
openness characterized the CCNE approach
towards these events. Information about each
of the open-for-all exchanges was dissemi-
nated as widely as possible, aiming to reach
a broad base of French residents. Adolescents
and young adults were subject to targeted
outreach with roughly one third of the events
held at high schools and universities.

Debates on the topic of artificial intelligence
and robotics saw a higher turnout of young
people. Otherwise participants tended to be
older and of higher educational background.
Notably, many well-resourced NGOs and
lobby groups were very vocal and tended to
dominate the discussion.

The self-selection strategy thus helped hear
the voice of a particular sub-section of the
population but not necessarily the margin-
alized, vulnerable, ethnic minorities nor
adults with young families.
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(ii) Online consultation via web site (53):
CCNE leveraged its online platform to dis-
seminate in-depth information to a wide
audience as well as to gather further inputs.
Nearly 30 000 people provided online input
into the nine main consultation topics.
Again, many civil society groups used the
platform to advocate for their stances. Many
members of the lay and affected public
also contributed. Some groups may have
not used the online possibility as much as
others, particularly the elderly or those who
are less at ease with digital technologies.

(iii) 154 hearings for the partisan public: In
2018, the CCNE employed a large-scale par-
ticipatory approach, called ‘Etats Généraux
de la Bioéthique’, to obtain a statement of
interest for an exclusive hearing with the
CCNE. The response saw 88 health service
user associations/interest groups, 36 think
tanks/professional associations (scientific
or medical), nine philosophical/religious
groups, three private sector entities and
18 other organizations submitting such a
statement. A hearing was then conducted by
CCNE staff with the different organizations
to understand in more depth their experi-
ences and perspectives.

(iv) Citizen jury: 22 citizens aged 18 and over
were selected to provide anonymous feed-
back on the bioethics consultation process
and methodology, and to deliberate on two
topics in depth. A market research institute
was tasked to select participants who reflect
the diversity of the French population in
terms of gender, age, socio-professional
category and place of residence.

Random sampling of volunteers from
lists used for similar studies helped pre-
select potential citizen jury candidates. The

pre-selected people were then requested to
fill out a questionnaire which helped exclude
the partisan public (people working for asso-
ciations, trade unions, political parties etc.)
who were already well represented through
other events. More lay public representation
was thus brought in to complement informa-
tion gathered through previous exchanges.
Citizen jury participants appreciated the
safe space to express themselves freely; in
particular, it was noted that young people
were more vocal and active within the small-
group citizen jury deliberations compared to
the mass free-for-all events.

Overall, the Etats Généraux de la Bioéthique
received a significant number of contribu-
tions, the fruits of a solid communication
effort by the CCNE and a high level of popu-
lation interest in bioethical topics. The
partisan pubic seems to have given the most
input which is not surprising given their
organization skills and partisan interest in
the topic. They may have crowded out other
voices, such as the lay and affected public,
in some spaces. It remains unclear how far,
and how, the lay and affected public con-
tributed in some of the larger consultation
events as participant profile information
was not collected. Both the partisan and the
affected public seemed to have participated
more actively in the online forums where
experiential knowledge was shared.

The citizen jury process proved to be an
excellent forum to obtain the lay public’s
views. An extra effort may be necessary the
next time around (in seven years) to reach
minority groups who face multiple barriers
to access information as well as the par-
ticipatory spaces themselves. Adults with
young children might also have been left out
due to time and other constraints (54, 55).
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An additional effort is sorely needed
to reach out to marginalized groups

The primary and secondary data analyzed for
this handbook are clear on one point: despite
all the grand efforts and sophisticated selec-
tion techniques used by the most mature
participatory processes, marginalized and
vulnerable groups still get left behind (30, 32,
46). A study shedding light on well-intentioned
State Health Councils in Brazil emphasizes
this message which is not unusual in institu-
tionalized participatory mechanisms: “Users
with physical and mental disabilities, prison-
ers, and, in general, low-income segments of
the population are insufficiently represented in
[Health Councils]. Young people (both men and
women] are scarcely represented, as are the
various ethnic minorities” [6).

Government-led, more institutionalized struc-
tures have the strong tendency to reinforce
existing societal structures and power (29,
56). Without an additional effort to counter-
balance these tendencies, those hierarchies
and privileges can play out in participatory
spaces. As laid out at the beginning of this

chapter, the starting point of a participatory
space led by government is inherently imbal-
anced as government, and its allies, tend
to be the most influential. It is for this very
reason that the constant attempt to create a
level playing field should be made; one way
to do this is to regularly review who is not at
the table and find ways to reach out to those
groups. Not doing so could lead to a false
sense of inclusiveness where the views of
some publics are actually actively eliminated
from a process that conceals that reality [33).

Many strategies can be used to ensure par-
ticipation of hard-to-reach groups. Long-
term strategies include specific and targeted
capacity-building efforts (see Chapter 4] to
enable them to participate eye-to-eye with
other groups. Short-term efforts include
homogenousfocus groups like in Tunisiawhere
they may feel more comfortable amongst
‘equals’ (57], physically going to where such
groups are located to listen to them in their
own environment, and/or seeking them out
in their workplace or during their day-to-day
activities in order to overcome the barrier of
being unable to take time off other duties.
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Combining selection methods
has the most advantages for
government-led participatory
spaces

Each system of selection comes with inherent
plus and minus points (see Box 3.13). Carson
and Hartz-Karp thus make the case for a
mixed-methods approach: “the weaknesses
of one [can] be overcome by the strengths of
another” (43). Combining techniques also
allows for a targeted and separate approach
to selecting participants from each of the
publics, as necessary, depending on the policy
question. Ensuring the presence of different
relevant public types goes back to the notion
that each of the ‘publics’ have something dis-
tinct to add to a discussion - experts or health
professionals as partisan publics are required
for different reasons than the lay public in a
participatory space (20).

In addition to thinking through participant
recruitment from the different publics, an
adapted approach might be additionally
needed as discussed above for hard-to-reach
groups. This cannot be repeated enough.
Also, organizers must always reflect on how
best to create a level playing field through
participant selection and ensure that those
who tend to crowd out other voices in civic
spaces are counterbalanced [see Section 3.5)
(58]. Finally, no selection strategy will obtain
perfect results as each system of selection
can, and most likely will, be manipulated.
However, the best possible and most feasible
result can be obtained with due reflection to
the representation issue.

Box 13 summarizes key selection methods
within the qualitative representation paradigm.
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Box 3.13

Selecting, recruiting,
and reaching out to participants

We present here a non-exhaustive list of potential
ways to select or reach out to participants with

the aim of qualitative representation. Combining
methods usually allows for a more targeted

match between the final participant group and the
participatory process objectives. That being said,

it is important to keep in mind that every selection
strategy is vulnerable to manipulation. Therefore, the
most important feature of any strategy is transparency
of process, clarity of roles and objectives linked to the
selection strategy, and adequate [collective) reflection

on the pros and cons of each method.

1. Self-selection among a constituency or
community group or NGO coalition

Self-selectionamonga constituency can occur through
various means, for example, by vote, appointment,
or consensus. The self-selection method which
works best varies by context or group or experience/
expertise needed. The key question to ask is whether
the group has the adequate capacity to self-select,
and if not, building capacity to do so should be a
priority (see Box 3.4). Capacity-building should focus
on making the group aware of the different issues
around self-selection, potential pitfalls, and adequate
measures to remedy them.

Voting within a constituency can help bolster
legitimacy of the selected representative, especially
in participatory spaces where powerful people
and groups exert influence. In Madagascar, for
example, the design of the community health worker
programme called for a community vote to select
the community member for the job. Instead, many
community health workers were appointed, either by
the village chief or the health centre management.
Stakeholder interviews evinced many doubts from

different groups as to the real representativeness
of the community health workers going back to the
lack of a community vote (15). In India, district-level
stakeholders reported more meaningful participation
by community health workers who were chosen from
within the community, usually by community vote (13).

Challenges with self-selection within a group can
be that those selected tend to have the time and
resources to participate, thereby over-representing
the more privileged in society (4, 6, 46). In (most)
societies where class structures and hierarchies are
culturally ingrained, self-selection by appointment
may reinforce them, with those locally in power
choosing representatives who may understand and
represent the majority but not the minority. For
example, in many Asian countries, seniority as a form
of hierarchy leads to few younger faces as heads of
self-selected groups.

When the self-selection is within an NGO platform
or coalition, all of the inherent challenges linked to
volunteerism is valid, as well as the risk of having the
larger, stronger, and better funded NGOs selected
by very virtue of their ability to influence decisions
internally.

2.Self-selectionviaanopen-to-all publicforum

Public forums and open-to-all accessible hearings can
be a good way to get lay input from people who would
not participate otherwise. Much of it depends on how
well the information about the forum is disseminated
and who is targeted for each specific hearing.
Public forums can be a particularly good method in
geographically remote locations to reach out to those
who may not be able to come to more central places
(59). However, the timing and the volunteer nature
of participation in such forums may skew participant
profiles towards those who have time and resources,
including interest groups, unless specific outreach
efforts are undertaken to motivate other groups to
participate (11). In any case, this method is a good one
to signal openness and the willingness to listen, and
its drawbacks can be compensated by combining it
with other approaches.
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3. Self-selection via an online consultation

An online consultation has the appeal of being
theoreticallyaccessible toanyoneatanytime. Especially
those who mainly have time constraints may be more
prone to respond to an online consultation. However,
experience does show that online consultations may be
more carefully responded to by interest groups and the
partisan public (60). In addition, the digital divide and
digital inequality play out here, favouring again those
who are generally more educated and privileged in
society (61). Here again, all of the drawbacks of self-
selection come into play, unless a regular monitoring of
respondent profiles is undertaken to then compensate
by reaching out to specific unresponsive target groups.

4. Appointment/Nomination by government
authorities, parliamentarians etc.

Government bodies often select participants through
appointment or nomination, usually for institutionalized
participatory spaces. Nominations by high-level
politicians underline government commitments but
may also be prone to criticism of a tokenistic approach
if only those people in favor of governmental political
standpoints are invited. It also tends to keep the power
and authority firmly in government hands. Many of
these drawbacks can be at least partially mitigated
by an explicit and transparent selection process, with
criteria announced from the beginning.

In Portugal, the President and Vice President of
the Health Council are appointed by the Council of
Ministers, following a nomination by the Minister
of Health. The four civil society representatives of
the Health Council are appointed by the parliament.
Health Council members have raised concerns about
theindependence of the Council since the appointment
system is susceptible to political parties bringing in
people with similar political leanings. Members of
the Health Council have also drawn attention to the
civil society appointment process mainly bringing in
well-organized, better resourced CSOs who enjoy
established working relations with parliament, to the
detriment of smaller community-based or grassroots
groups with less access to government circles (16).

5. Purposive stratification of random
samples

Purposive stratification can be done where it is
possible to obtain or have access to population
registers with relevant information on each registered
person for stratification, i.e. information on ethnicity,
gender, residence, etc. (44). The challenge here for
participatory processes in health is that health-
specific criteria would be the most relevant to stratify
by but this information is generally not available.
However, purposive stratification along available
criteria such as gender, age, residence, housing type,
income level. can be done to target the lay public,
while the affected public can be invited separately
through other methods.

6. Popular election by government
authorities, parliamentarians etc.

In some specific cases, popular elections for
health-specific participation representatives may
be undertaken. Here, everyone who would vote in a
general election for a political representative would
be allowed to vote for a health-specific representative.
The advantage this has is the legitimacy gained
through a popular vote as an act of authorization;
disadvantages include the usual challenge of ensuring
minority groups and views are represented.

In Quebec, various forms of social participation efforts
have been tested in health, including popular election,
specifically for local-level Health and Social Service
Centres. This system which was in place from 2003
until 2014 is as follows: out of the 16-17 members of a
Centre’s Board of Directors, four seats were reserved
for lay residents who were elected by the general
public either when the local authority held an election
anyway or by any other election held in the region (62,
63).

For more information on the participatory mechanisms and approaches,
please see Chapter 1 for an overview on participatory spaces.
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3.5 Format and design of the participatory process:

key issues to reflect on

Apart from the selection strategy to find the
‘right’ representatives, the design and format
of the participatory process influence the
ability of participants to effectively engage
in a representative way during deliberations
(9, 64). In this section, we address process
format and design elements which influence
the extent to which the process itself is able
to lend legitimacy to representatives, or at the
very least, support participants’ representa-
tive role.

Transparency and clearly
formulating roles provide
participants the legitimacy to
be at the table and justify their
contributions

A high level of transparency throughout the
process from selecting representatives to
clearly formulating roles, objectives and
expectations is essential to lend participants
the legitimacy to be at the table and justify
their contributions in front of others. This
point cannot be overstated as the success
and sustainability of the participatory space
hinges on it.

How participants are selected often remains
a black box though which can fuel unnec-
essary mistrust or scepticism. Organizers
often do not disclose selection strategies, nor
monitor intended or actual representation
to improve selection strategies (27). Part of
the reason may be the lack of priority, and
therefore time and resources, accorded to
the participatory space in general. Transpar-
ency requires organizing and communicating
information in audience-adapted formats, it

requires an investment in making informa-
tion available. Partly it may be linked to the
struggle many government cadres have with
the "how’ of setting up a participatory process,
the tendency to underestimate the work load
it requires vis a vis policy deadlines, and a
lack of awareness of the criticality of ensuring
transparency. Or, the lack of disclosure can
be linked to the political economy of health
in a country [11]. Either way, as a result, the
legitimacy of participants, usually those with
whom interests are not shared, is questioned,
or the whole process is criticized in its entirety
(4,11, 26).

Besides the selection process, the literature
repeatedly reports that the roles of represen-
tatives are not always clearly articulated, and
the reason for their input is not always obvious
(4, 26, 37). The lack of explicit terms of refer-
ence and the resulting ambiguity in participant
function lead to confusion around tasks and
concerns around representativeness. Dege-
ling et al.’s scoping review of over 60 partic-
ipatory processes revealed that “although the
questions asked in these studies were clear and
well-reasoned, the overall purpose of many of
the studies was ambiguous, the roles performed
by the publics ill-defined, and the reasons for the
choice of public not explained” (18]. Moreover,
the fact that multiple publics exist who can
deploy various roles with potential conflicting
interests was often ignored. Furthermore, as
Nathan noted in the Australian context, less
than a third of health staff was able to confirm
that they understood the role of community
representatives on health service committees
and knew how to work with them in an open
manner. This led to doubts with regard to
representativeness of their community repre-
sentatives (26].
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Explicitly stating representative roles provides
a starting point for negotiating and adapting
those roles as per community needs. A posi-
tive example of this is noted in Canada where
“public members [..] questioned the credibility
of their contribution in certain aspects of their
task and negotiated the boundaries of their
role to ensure its coherence with their specific
expertise” (9). In Tunisia, the post-revolution
Societal Dialogue Health programme raised
many hopes which were later dashed, partly
due to a lack of clarity in what the initiative
could realistically achieve in the short term,
and what exactly representative roles were
within those objectives (65].

Box 3.14

Format and design good practices

which lend legitimacy to participants and to the
participatory space itself:

» transparent selection process;
» clear articulation of representational roles,

expectations, and objectives linked to the social
participation initiative;
» varied engagement mechanisms using a mixed

methodology approach, matched as far as

possible to the objectives of the process;

» balanced, factual information made available to
all participants in a timely manner;
» skilled facilitation which supports equalizing

power asymmetries during participatory events;

» fair consideration given to all inputs;

» balanced engagement of all participants, with

special emphasis given to those whose voices are
generally less heard;

» follow-up and feedback provided to participants
after process completion.

Preparing participants with
balanced, factual information

Preparation should include the provision of
balanced factual information, packaged in an
accessible and simple format, to be able to
understand the issues at hand from different
perspectives.

The preparation of lay people, community
groups and civil society is a critical prerequi-
site for an effective participatory process (18,
49). Through the provision of balanced factual
information prior to, and in some instances,
during the event, participants have the possi-
bility to gain a good understanding of the topic
and make informed judgments based on the
latest available evidence, thereby legitimately
taking on their representation role (9, 44, 66].

To ensure an unpartisan process and pro-
cedural soundness, the literature stresses
the importance of the availability of ‘neutral
information, i.e. a compendium of, or access
to, information demonstrating the various
viewpoints on a particular topic so that partici-
pants can reason and form their decisions. The
aim is to reduce any bias as far as possible of
one solution over another. Balancing the level
of technical details without overwhelming
non-technical participants is challenging, and
requires skilled organizers and moderators.
Preparing information in different formats
(reports, briefs, infographics, video clips) can
further compensate topical complexities (32,
67).
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Importantly, information should be provided
to participants with sufficient time ahead
of the event. In Tunisia, several citizen jury
stakeholders expressed frustration at the
last-minute sharing of technical preparatory
material which they were supposed to pro-
nounce an opinion on. Street et al.’s scoping
review also found that very few studies spe-
cifically emphasized the objective of a timely,
balanced presentation of the evidence [44].
The lack of timely access to information has
the risks of participants feeling as if their
input is tokenistic.

Especially lay participants positively value the
availability of a wide range of experts ‘on call
to ask questions and listen to in-depth expla-
nations (64]). In the case of Canada’s public
involvement initiatives through Health and
Social Service Centres, a one-day preparation
format was chosen where background infor-
mation from different viewpoints was provided
to participants, and time taken to clarify issues
prior to the deliberation. The aim was to not
only make participants feel more comfortable
and confident to speak up and ask questions
in a non-threatening environment but, in this
particular case, also to foster a more ‘public’
perspective and expertise. The participants’
sense of credibility which is thereby built and
their ability to contribute to discussions with
a serious grasp of the issues lends legitimacy
to their role as representatives (9). The latter
point is critical for organizers of participatory
processes to comprehend as it essentially
means that it lies partly in their hands whether
participants are seen as, and are, legitimate
representatives sitting at the decision-making
table.

Ensuring a safe space for
representatives to express
themselves freely

The goal of any participatory space is, among
other things, to listen to people’s views and
experiences. Once efforts are made to ensure
representative participants, they should all be
made to feel equally comfortable (as far as
feasibly possible) to speak up. Any misgivings
or lack of trust in the process may lead to
silence on the part of some, with compara-
tively loud voices on the part of others, leading
to less representative input into the policy
question. Certainly, some people by nature
speak up less than others; the point here is to
ensure that the reason people are not doing
so is not that they do not feel safe to express
their views.

A ‘safe’ space is a somewhat intangible
concept. It entails the subtle impression that
one’s contribution is not valued, and a fear
of repercussions for expressing views within
societal and hierarchical structures. The
feeling that contributions are less valued
can come from many sources - for example,
when assumptions are taken for granted and
accepted when they come from more power-
ful bodies (health professionals, experts), and
subtly dismissed when it is derived elsewhere.
Regarding repercussions, a case in point
comes from the community health workers in
Madagascar who were invited to district health
planning workshops together with their direct
supervisors in charge of running the health
facility. One participant stated that they did not
feel comfortable to speak out of fear of back-
lash for criticizing common practices such as
informal payments. The consultations also
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took place in a fancy hotel which put commu-
nity representatives out of their comfort zone,
and certainly not feeling ‘safe’ to speak [15).

The quality of leadership and the culture of
participation which is fostered by example
from upper management can be instrumental
in gaining trust in the safe space that should
be the participatory process, however diverse
and controversial their experiences. Partic-
ipatory exchanges should therefore follow
a format favouring a listening mode on the
part of organizers, experts and more influ-
ential groups. Those who traditionally do not
speak up as much due to societal hierarchies
or weaker capacities should be given extra
space, time, and opportunity within the partic-
ipatory process, or be consulted additionally
and/or separately in environments where they
may feel freer to speak up.

Box 3.15
What do we mean by a ‘safe’ space?

A safe space is one where power relations are as
equal as possible, where visible efforts have been
made by those with power to equalize terms so that
the input of traditionally less powerful participants
(often lay people, community members and civil
society) is given equal consideration and value, at
least within the space where it is given (9.

More fundamentally, a safe space allows partici-
pants to adequately play their representative role,
and express opinions freely, without the fear of
being ridiculed nor fear of repercussions within
societal structures.

Experts need to be briefed beforehand to
understand their role as either a supportive
one to enable population and civil society
to make informed choices [(see following
sub-section on the importance of facilitation),
or as an interest group which has its say but
whose inputs need to be balanced out by less
powerful voices. Careful preparation is needed
to ensure that these roles do not get confused,
by both the experts themselves as well as
organizers of participatory spaces. When the
process format and design are not thought
through well enough, the default position of
experts is often one representing their own
interest group. Indeed, French stakehold-
ers repeatedly mentioned that health sector
experts, notably health professional bodies,
are more involved in directly influencing deci-
sions rather than being made available for cit-
izens and communities to question, learn, and
draw information from (12). In Tunisia’s Soci-
etal Dialogue for Health, tensions between
lay representatives and health professionals
came to the fore and hindered fruitful dis-
cussions around health system reform. The
solution was to separate out the two groups
and give them each a dedicated (safe) space to
speak freely amongst themselves and contrib-
ute to solutions (68].

Hence, in processes organized and led by
government or experts, decisions such as
who participates (selection process), who has
how much speaking time, and what kinds
of arguments and propositions are allowed
prominence (format and design) form the core
of balancing out participant power relations to
enable a space where participants can safely
take on their representative role. Besides
adhering to participation as a principle, the
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rationale for the required effort to level off the
playing field is that it has the best chance to
lead to the most rational, feasible solutions
with buy-in from all relevant stakeholders [23].

The paramount importance of
competent facilitation

Across the literature and country case
studies, the importance of a neutral facilita-
tor emerged as a key factor in balancing out
power differences and lending legitimacy to
representatives, especially the less powerful
(9, 42]. In France, key informants noted differ-
ences in facilitator quality at different bioeth-
ics consultation events (see Box 3.12), and the
visible impact this had on whether all voices
were equally valued and given legitimacy (30].
In Madagascar, facilitation in French rather
than Malagasy contributed to reduced partic-
ipatory engagement by communities, thereby
negating their representative role (15].

Facilitator-moderators can basically influence
many key format and design decisions such
as seating plans, ground rules with partici-
pants (e.g. Chatham House rules), and agenda
flow during sessions. Skilled facilitators have
various moderation techniques at their dis-
posal to actively seek out the participation of
marginalized groups or minority views (for
example, “I would be interested in hearing from
someone with the opposite opinion”), thereby
offering a safe opportunity to express dissent
with powerful participants (9).

In a Canadian trial health priority-setting dia-
logue space, a specialist in group processes
was brought in to concentrate on levelling

out power differences. Having a specialist
moderator who had specific experience with
group dynamics was evaluated as critical for
meaningful representation and deliberation in
this study (9).

In Thailand, facilitation skill is the principal
expertise sought when selecting chairper-
sons of the resolution drafting group and of
many deliberative committees. Over a decade
of experience with the Thai National Health
Assembly has taught organizers that a chair-
person’s moderating ability greatly affects the
quantity and quality of contributions between
the three big constituency groups (lay people,
affected publics & civil society, academia, as
well as policy-makers). Beyond moderating
ability, the perceived standing of the chairper-
son within the three groups was acknowledged
to promote or hinder trust in the process (45).

Box 3.16

Facilitation as a tool to help level the

playing field

Adequate investment and organizer reflection accorded
to moderating skills and competencies can reap bene-
fits for the quality of representation and the legitimacy

accorded to participants and the process.

This can be done by:

> outsourcing moderation to professionals
specialized in group processes;

» selecting facilitators with technical expertise

that also possess skills to counter balance power

relations;

» building moderation capacity within
government health institutions as a long-term
in-house asset.
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Parity of constituency groups and
participant rotation

In the context of formalized or institutionalized
participatory mechanisms, i.e. patient health
councils, health committees, hospital boards,
steering committees, etc., seats reserved for
civil society representatives or the lay public
raises questions regarding the adequate
number of seats needed to be fair, ensure
legitimate representation, and ultimately to
influence decisions-making.

Too few civil society seats for such institutions
elicit concerns of ‘tick the box" exercises and
participants facing criticisms of representa-
tiveness (11). When the balance is tipped too
strongly towards civil society representation,
an insufficient link to decision-makers and
policy-making may be the result (see Chapter
5]. There is clearly no magic number nor
ideal percentage split in terms of the balance
between the different types of representa-
tives, yet too often such decision mechanisms
heavily favour government or experts in terms
of numbers, risking a real negation of the rep-
resentative role of civil society or lay persons,
and exacerbating the power imbalance which
is usually the starting point of such spaces
(12).

In Burkina Faso, civil society represent-
atives expressed disappointment at the
composition of the technical committees
formed to deliberate on the National Health

Financing Strategy; state officials largely
outnumbered civil society groups. One civil
society advocate commented on the reper-
cussions for effective representation: “there
is... under-representation. We are not asking
for equality, but we have to make sure that
if you really invite civil society to something,
it is because you believe that it can contrib-
ute something” (69). He further continued:
“... often civil society is in a minority in these
bodies to such an extent that if you defend a
position... where it is the principle of consensus
first, immediately... governmental [interests]
can oppose...” [69).

In the Portuguese Health Council, six out of 30
seats are fixed by law for users’ representatives.
Key informants from patient organizations
voiced concern that this leads to an imbalance
of power which may have negative conse-
quences when discussing more contentious
issues [16). In Thailand, participation as a
principle is ensconced in the 2007 National
Health Act, operationalized through the stipu-
lation that the three constituencies of people’s,
knowledge and government sector, dubbed
the ‘triangle’, should be equally represented
as far as possible on a number of public health
decision-making bodies as well as in National
Health Assembly (NHA) working groups. The
National Health Assembly Organizing Com-
mittee composition also mirrors the triangle
principle as the distribution of seats between
constituencies usually reaches parity (32].
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Another principle linked to the notion of legit-
imate representation is participant rotation.
This point is key in terms of the power balance
and the level playing field that a participatory
space should always strive to achieve. The
Thai NHA operates on the convention that no
constituency which has been included in the
past will be removed; however, every year,
depending on resolution topics and health
sector needs, new groups are always added.
Doing so ensures that the original mix of
constituencies and representatives do not
hold onto power excessively, and are forced to

N
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contend with new, relevant actors. At the same
time, those who are motivated to participate,
and continue contributing, are still welcome to
do so; their learning and institutional memory
are not lost and are instead capitalized on
. In Portugal, the occupants of the fixed
civil society seats are appointed by parliament
and rotate after a fixed four-year term, ceding
their places to other players who can also
legitimately contribute . The risk of ‘elite
capture’ exists if term limits are not set or if
the group composition in a participatory space
remains the same for too long a period.




3.6. Capacity aspects to consider which are
pertinent for representation in participation

People’s capacities

Capacities of the population, communities,
and civil society influence their ability to legit-
imately represent their constituency, as laid
out in detail in chapter 4 of the handbook. In
this section, we touch specifically upon capac-
ity aspects for participatory process repre-
sentatives which can support or validate their
representational role in order to have, and/
or be perceived to have, a maximum level of
legitimacy in participatory spaces.

(a) Capacity to speak on behalf of a
larger constituency, i.e. to represent
‘collective views’

During participatory processes, participants
may be requested to speak on behalf of a
larger constituency (e.g. the general public,
a community, a patient group) and therefore
represent ‘collective views' (5, 9, 11]. This is
not to say that participants should necessarily
represent a constituency at all (70, 71]; for
example, people may be selected based on
their individual experiences and civil society
organizations may be selected based on their
specific expertise (see Box 3.4).

However, where such a constituency repre-
sentative is sought, it is important to demon-
strate that they know their constituency and,
armed with that knowledge, convey common
positions (5). By moving away from individual

experiences to collective views, individual
representatives of a constituency gain legiti-
macy as a representative of the group. Other
participants, including government cadres
and experts, are then more likely to consider
contributions as valuable and valid (9). The
significance of the perception of validity by
those who generally have more power and
influence is a gradual levelling of the playing
field that is the participatory space.

Yet, speaking on behalf of a larger constituency
requires a certain skill set which some partici-
pants may be lacking [72], as expressed by one
participant during a public involvement event
to reconfigure the English National Health
Service, “there’s nothing worse than some-
body just talking about their own experience
or the experience of their neighbour next door
endlessly” [33]. Instead, as a Thai focus group
participant rightly says, “these representatives
must bring the opinion of the group that they are
representing, not just their own opinion” (32].
Ideally, participants should combine personal
experiences with experiences from other
group members to put the issue into a broader
health context. This pre-supposes an under-
standing of the health system beyond one’s
own interactions as well as a certain level of
technical know-how (discussed further below).
Taking diverse perspectives into account also
demands a high-level of reflectivity from the
representative, a process through which a
certain level of ‘public expertise’ is developed,
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partly by deliberately distancing oneself from
one’s own experience through critical analysis
(5, 9). Capacity-building initiatives, organized
by government or others, can impart and
support reflexive thinking, alongside efforts to
increase stakeholders’ technical understand-
ing of the health system.

Awareness raising and capacity-building
initiatives should also focus on helping par-
ticipants better understand their representa-
tional role and the expectations linked to it,
as expressed by a Thai civil society repre-
sentative: “We do not join as an individual but
on behalf of the network. And we have already
discussed the issue to be presented. For me, |
am from the network of Paed-rew, Sustainable
City Assembly” [73). Participants, whether lay
people or civil society or community organi-
zations, must learn, practice, and understand
the importance of reaching out and interacting
within a constituency in order to aptly convey
their sectional interests on the one hand (see
Box 3.2], while simultaneously linking it as
far as possible to societal (public) interests
as well - a delicate balancing act (20). Abuse
of a representative role to push through a
personal, or a narrow sectional, viewpoint
can be assuaged through capacity-building
measures which can be used as a vehicle to
communicate information on how participa-
tory processes work, including the expected
roles of each participant or group.

In the end, organizers of participatory spaces
must acknowledge that capacities among
representatives differ greatly and not every-
one will be able to understand, articulate,
and form meaningful judgments at the same
level [18]. Lay or civil society inputs may come
in forms that are not always sophisticated.
In addition, it is important to remember that
not every participant is invited to represent
collective views, as some participants may be
invited to present their own views or an idea
for which they are advocating.
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Box 3.17

The capacity to reach out to communities:

country illustrations

Reaching out to communities, and being
responsive to and supported by them, is
crucial for legitimacy in the eyes of both the
communities themselves as well as policy-
makers and health professionals. In many
settings, civil society plays an able middle-
man/-woman role in seeking out and listening
to community members who may neither have
the time nor the skills to claim their rights,
and transferring their needs and concerns to
decision-makers.

Some CSOs are borne out of the community
and have a naturally grounded interaction
with community members. Others must gain
the trust of communities through regular
exchanges with them to fulfill the role as their
delegate. The capacity to do so is crucial as
community-based group’s legitimacy and
value-add as a member of the partisan public
is to represent the communities’ interests.

In Mexico, a civil society key informant under-
lined the significant impact of the resources
investedinadvocacy staffinafew selected prov-
inces. Initial reservations from management
were strong, stemming from the civil society
organization’s core mandate lying in health
service delivery, not advocacy. However, the
advantage soon became apparent in that more
adapted and useful data could be collected
in real time on the ground. This community-
level data could subsequently be analysed and
presented to state and federal officials, who
greatly valued the information for facilitat-
ing their own work. The consequence was a
growing reputation, standing, and legitimacy of
the CSO with policy-makers (34).

Similarly in the Islamic Republic of Iran, CSO
territorial presence in both the capital Tehran

and in provinces and districts allowed relation-
ships to be built and maintained with both com-
munities and patients as well as policy-makers
(74). Relationships of trust are the foundation
on which an understanding can be built as
to the needs of the community. Trust often
functions as a door-opener for decisive infor-
mation on implementation issues (32). Much
of the Societal Dialogue for Health’s success
in Tunisia was founded on its initial efforts
to build trust in a mistrustful post-revolution
period by reaching out to as many population
groups across the country as possible. Large
number of volunteers were given the task
to engage with the population especially in
the interior of the country, far away from the
capital. The grassroots support won through
those efforts allowed the Societal Dialogue
to be seen as the voice of civil society which
subsequently was also recognized by political
leaders (31). In the case of Burkina Faso, a civil
society alliance managed to be taken seriously
by the interim government as the only legiti-
mate voice of the population following previous
unrest due to their close links to communities.
Their legitimacy allowed them access to dia-
logue spaces with policy-makers where they
were able to make the case for the adoption of
the Universal Health Insurance Law (14).

Reaching out to communities can also happen
through digital technologies, especially in
contexts with limited funding. For example,
in Burkina Faso, social media was used as a
key communication platform to inform and
interact with affected constituencies or the
general interested public (69). Web sites were
leveraged in many case studies as both a
knowledge platforms as well as a medium for
online consultations due to its fairly simple
set-up and usage (16, 30, 31).
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(b) The quality of representation can be
augmented through technical capacity

Technical knowledge and the ability to gen-
erate and understand evidence is a mainstay
of capacity needs for anyone entering into
health-specific participatory spaces (9). The
reason why it is especially relevant in terms of
representation is that community or constitu-
ency representatives are confronted with the
experiential evidence on the ground and must
anchor it within broader health system chal-
lenges and goals when communicating and
advocating with policy-makers. Put differently,
representatives must represent community
experiences, communicate them as evidence,
and embed them into the dialogue with policy-
makers. In essence, the latter two are highly
technical tasks.

Yet, by very nature of being grassroots and
practice-oriented, community organizations’
and civic groups’ forte is not necessarily to
understand and analyse evidence. Smart
organizations may recognize that they lack
this capacity and bridge the gap by partnering
with groups who do. The value of being close to
the community with local evidence is potenti-
ated by the capacity to analyse and repackage
information into messages for policy-makers
on behalf of the community, thereby fulfilling
a key representational role.

The objective of (government-led) capacity-
building in this domain is therefore to increase
the technical know-how on health topics as
well as related skills, such as reading and
writing, internet literacy, language skills etc.,
the aim being to have civil society be on more
of a level playing field with experts and govern-
ment cadres. It is in government’s interest to
support such capacity-building efforts as it is
the assimilation of academic, technocratic and

experiential information which leads to deci-
sions that have a higher impact on population
health (5]. From the government perspective,
bringing these different types of intelligence
together can be done through different means,
for example, through the participant selection
process as well as the participatory process
design - but also through capacity-building
efforts.

(c) Building capacity means that certain
participants’ perspectives will shift from
that of the lay public to the partisan
public

A caveat for policy-makers to keep in mind, and
which will be a recurring warning throughout
this book, is that possessing technical knowl-
edge and skills can place lay members or
volunteers into the ‘extraordinary’ category of
participants due to their expertise and profes-
sionalization, potentially posing a problem of
representativeness (4]. Thanks to increased
capacities, community groups, civil society
organizations, or even members of the lay public
can be more strategic in action and focus with a
more targeted approach to participating in dis-
cussions and influencing policy-making. On the
other hand, professionalization can mean that
these agents no longer share the same typical-
ity with their communities, once the decisive
element of legitimacy as a representative. Cer-
tainly, professionalized civil society can still act
to defend the interests of their constituency but
it may be less grounded in an understanding of
community health needs and more founded on
technocratic evidence [46).

Organizers of participatory spaces simply need
to be conscious of this issue and counter-
balance it through the same means as men-
tioned above: participant selection, format &
design, and capacity-building efforts. Some

Chapter 3 - Representation in participation



civil society groups will also be aware of the
risk and may counter-balance it themselves by
following a more strategic approach to bring-
ing up community voices.

Long-term capacity-building measures can
aim to explore this issue with the population,
communities, and civil society as a tool to
making representative roles clearer. Basi-
cally, both high-capacity, professionalized civil
society is needed, as well as civil society who
is close to communities and can amplify their
voice as middleman/-women. One organiza-
tion or group can sometimes cover the two
but more often than not, a group’s forte will
be on one side or the other. Capacity-building
can assist in the recognition of that reality and
encourage alliances which complement each
other on these fronts.

(d) Funding sources can undermine the
legitimacy of civil society groups to speak
on behalf of their claimed constituency

Funding and resources can be a double-edged
sword. It is consistently mentioned as a con-
straining factor for civil society and community
groups to fulfil their representational role but
at the same time, it can skew representation
and accountability lines towards the priorities
of those who fund rather than towards those
of the communities served (2]. It can also pull
the participatory process itself towards topics
with more funding as the accompanying loud
voices draw their strength from resources
rather than from the representative needs of
the population. A case in point is described
by Bovenkamp et al.’s study of Dutch patient
organizations where those representing
patients with high prevalence diseases had
more funds than those representing less fre-
quently occurring or neglected diseases (36].
An even more dire funding situation can be

observed for civil society groups advocating
for broader, more cross-cutting issues such
as patient rights, universal health coverage
and social determinants of health.

A sticky point is when funding comes from
groups with a potential conflict of interest,
or, at the very least, vested interests in the
outcome of the participatory dialogue. Funding
coming from the private sector is seen particu-
larly critically as their (real or perceived) profit-
influenced interests can undermine the legit-
imacy of civil society organizations to speak
on behalf of the community, their proclaimed
constituency. In the realm of patient organiza-
tions, many came into being with funding from
pharmaceutical companies as part of their
‘disease awareness strategies’, while others
are set up by clinicians to support research
fundraising (2); both of these objectives may
not necessarily align neatly with community
needs and interests. Another funding source
which is viewed critically are donor agencies in
aid-dependent settings where donor country
public opinion and parliamentarian views,
rather than the needs of recipient communi-
ties, influence CSO operations (75).

A Portuguese Health Council representative
the funding vs. representa-
tiveness predicament in which civil society
often find themselves: “When we look at the
sources of funding for these associations, we
see that the state does not invest, and so there
is a dependence on the private sector... Now we
have to recognise that, if we are tightening up
and restricting the criteria [for state monies],
... we will increasingly force these associations
to accept [external] funding and make them-
selves conditional to certain interest groups,
which perhaps they otherwise... would not have
to do” [76). A Portuguese representative of a
patient association platform acknowledged

summarized

Handbook on Social Participation for Universal Health Coverage



their member organizations’ financial support
coming generally from lobbies linked to the
pharmaceutical industry and “of course this
reduces their capacity for independent interven-
tion” [77). The representative mused further
about civil society needing to guard against
external vested interests: “Therefore it [is]
preferable... for the state to support [patient
associations] financially, to preserve their inde-
pendence, their autonomy” (77). Civil society
stakeholders in France emphasized this point
as well, acknowledging that government
subsidies and tax breaks allowed them to
function adequately and independently (30).
In Thailand, the Thai Health Promotion Fund,
set up with sin tax monies, was instrumental
in providing predictable funding for civil society
groups without strings attached (32].

For governments and their allies organiz-
ing participatory spaces, it is cardinal for
legitimacy of the participatory process (and
therefore its results) to ensure that repre-
sentatives who participate are as legitimate,
and accepted as legitimate, as possible, in the
eyes of all stakeholders. In terms of funding
and funding sources, transparency is imper-
ative. All potential conflicts of interest should
be disclosed mandatorily, and potentially even
subject to discussion within the participatory
forum. Linked to this is transparency and good
communication of the participant selection
strategy based on each participant’s expected
representative role. Real conflicts of interest
may lead to exclusion of certain groups from
participatory spaces. Keeping them included
may necessitate state-supported independent
funding. In any case, the issue of civil society
funding needs to be discussed at a more fun-
damental level among government circles if a
country is serious about institutionalizing par-
ticipatory governance mechanisms for health.

(e) Capacity to build alliances & networks

Across the case studies, the importance
of building alliances between civil society-
population-communities was underlined,
not only to generate credible expertise but
also to divide up the various tasks needed to
represent collective interests in participatory
processes, given limited resources. Boivin et
al. also found that establishing alliances with
other participants was beneficial for bringing
up the constituency’s viewpoints and ulti-
mately influencing discussions (9). Moreover,
coalition-building was also a factor positively
valued by policy-makers in terms of repre-
sentativeness and legitimacy.

Building alliance requires time and energy;
it is not necessarily an easy task as involved
parties with different institutional paradigms
need to learn how to work in a mutually
beneficial way. Yet, when done successfully,
invested resources pay off. In Mexico, for
example, the strength and influence of the
civil society coalition to monitor budget execu-
tion for the national sexual and reproduction
health programme was derived from the com-
plementary skills each group brought into the
alliance, ranging from expertise in maternal
health to budget analysis to insights into com-
munity needs. Only through this combination
of different skills, technical or otherwise, were
they able to put the different pieces together to
generate the evidence and assume a truly rep-
resentative role that convinced policy-makers
to revisit changes to their budget cycles (34].

In Burkina Faso, health policy-makers have
increased the interaction with civil society
due to an umbrella network structure which
facilitates exchanges based on the topical
policy issue. As a coalition, civil society is able
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to more broadly cover the different population
sub-groups and health needs, and thereby
be more widely representative. The coalition
secretariat has particularly invested in staff
capacity to cover broad topical areas who are
ready to ‘jump in’ if the respective technical
CSO0 is unable to send its representative [14].

In Thailand’s National Health Assembly, build-
ing alliances is strategically given due weight
as a way of increasing reach and representa-
tiveness. The NHCO stipulates constituencies
within which the different stakeholder groups
must collaborate, reach out to communities,
and come to the Assembly with a unified voice.
The government’s intent is to strengthen
networks and interaction between technical
experts, communities, and their own govern-
ment cadres. Heavy investment in building
capacities of the constituencies to enable
operational networks is a key pillar of the
National Health Assembly process (32).

Box 3.18

Take-home messages:
government capacities

» Practice makes perfect - maintain and keep
participatory spaces operational. Government
exposure to population, community, and civil
society interaction boosts skills and abilities.

» Set aside time and resources for team reflection
on participant representativeness based on the
policy objectives at hand.

» Invest in government capacities as a long-term
endeavor, recognizing that skills take time to
build gradually with increased practice and
exposure.

Governments must recognize

the need to thoroughly think
through representativeness and
legitimacy in a participatory space;

once recognized, robust technical and
communication skills are needed to ensure
that representativeness and legitimacy are
assured

Despite a certain level of recognition that par-
ticipatory governance is necessary and impor-
tant, most government cadres struggle with
the "how’ of social participation [see Chapter
1]. One of the crucial areas where insufficient
reflection takes places is the issue of rep-
resentation; capacities need strengthening
in this area. Not thinking through participant
representativeness carries with in great risks
as stakeholder perceptions of each other’s
legitimacy is the basis for valuing collective
input. As mentioned at the beginning of this
chapter, representativeness and legitimacy go
hand in hand.

Alack of confidence and practice in conducting
social participation exercises are often at the
root of government perceptions that opening
the door to civil society will result in a barrage
of unmanageable complaints and, ultimately,
an extra burden for ministerial staff. Investing
in capacity-building and committing long-
term to operationalizing participation mecha-
nisms exposes government cadres to the art
of selecting representatives, bringing their
diverse views together and brokering solu-
tions. The old adage ‘practice makes perfect’
is extremely relevant here.
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A clear and thought-through participatory
process is of immense importance. Ticking
the box for the sake of ‘doing’ social partici-
pation is risky and paves the way for tokenistic
approaches to (mis)use representatives as a
‘legitimate” approval tool (35]. An Indian civil
society representative regretted that “civil
society is present but not always heard. They are
invited because of the guidelines” (78). Putting
thought, emphasis, and resources into a solid
selection process and process design is one
key step towards having the ‘right’ people in
the room as per policy objectives and prevent-
ing rubber-stamp participation.

Government capacity-building on ensuring
representativeness is also needed to allay
inherent tensions between different partic-
ipants, and between government and non-
state actors. Perceptions regarding repre-
sentativeness and legitimacy are often at the
heart of, or can exacerbate, inter-participant
tensions. The discomfort of mid-level govern-
ment cadres with non-state actors is often
rooted in the participation task assigned to a
government institution with no prior discus-
sion nor training, nor a clear idea of partici-
pation goals, often following sweeping high-
level politician commitments to the people.
Martin et al. noted: “[T]he weight of expectation
. meant professional participants were alert
to the need to demonstrably involve the public
... but also created doubts about exactly what
should and should not be exposed to public...
input, reflecting tensions, ... [which] manifested
in the way public participants were recruited for
the process” (33].

Governments may consider
contracting out the representative
selection process to external parties

As iterated previously, representative selec-
tion to a participatory space is a key compo-
nent of legitimacy of both the representative,
and by extension, the process itself. For this
reason, and in some contexts, giving this task
to external experts who are perceived as inde-
pendent may be an option. It does not neces-
sarily have to be done for every event or step
within a participatory process; yet, it might be
adequate to do so for a single event. In France,
for example, an external polling company
undertook the participant selection only for
the citizen jury [see Box 3.12]. The company
had access to lists of volunteers ready to par-
ticipate, out of which a sample of 22 French
citizens, aged 18 and over, reflecting the
diversity of the French population in terms of
gender, age, socio-professional category and
place of residence, were selected. The aim
was not to constitute a statistically represent-
ative sample of the population, but rather to
qualitatively reflect the diversity of the French
population. Random sampling from the volun-
teer list was used at first to pre-select poten-
tial candidates. A questionnaire was then sent
to all randomly sampled candidates to gather
more information about them. The second
selection round aimed for both diversity and
as much ‘lay’ character as possible (exclu-
sion of people working for associations, trade
unions, political parties etc.) (54).
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3.7 Conclusion

Representation is acknowledged as crucial in
theoryyetis regularly overlooked in practice in
terms of the attention and reflection it receives
when organizing participatory processes. Rep-
resentation in government-led participatory
spaces is about ‘matching’ representatives to
a clearly formulated policy question, and once
selected, lending them the maximum possi-
ble legitimacy through thoughtful format and
design of the participatory space.

This chapter discusses how exactly this can
and should be done, principally with the policy-
maker viewpoint in mind. Firstly, a more
nuanced understanding of representation
is needed amongst policy-makers, but also
other involved parties, in order to account for
power imbalances among participants and
different interests and vested interests.

Secondly, a fully transparent selection process
is needed so that the selected participants
themselves fully understand what their rep-
resentational role is. Transparency is also
critical to ensuring that participants under-
stand each other’s roles. One way in which
legitimacy is gained is when others perceive,
understand, and accept each other’s roles.

Finally, the format and design of participatory
processes heavily influence whether or not
adequate representation is ensured. Well-
reflected design features facilitate partici-
pants taking on their representational role;
the participatory mechanism should offer a
safe space where all contributions are valued
fairly and as equally as possible.

In summary, representation is not to be taken
lightly by organizers of a participatory space.
Sufficient attention and resources should be
paid to this important topic which can influ-
ence the success of deliberations.
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Box 4.1

4.1 Introduction

Social participation, as described and defined
in chapter 1, requires all stakeholders in the
participatory process to be able to adequately
and fully exercise their roles. In order to do so,
all stakeholders should be, as far as possible,
on an equal footing with each other in terms
of the skills and abilities needed to have influ-
ence on the participation-based discussions.
The crux of this chapter therefore centres on
how ensuring the neces sary capacities for
government cadres as well as the popula-
tion, communities and civil society, to engage
meaningfully and systematically with each
other can enable a level playing field.

No generally accepted definition of capacities
for (social] participation exists; this might be
due to the subjectivity of what is actually ‘neces-
sary’ in terms of capacities. It might also be due
to the individual nature of capacities required
for each participation scenario which may be
difficult to generalize. Or, it may be that prac-
titioners are also generally less preoccupied by
the conceptual perspective on capacities, given
their needs for concrete implementation and its
accompanying challenges (1).

Capacities: Key points to understand

> In terms of social participation for health,
ensuring necessary capacities for menaingful
government engagement with the population,
communities, and civil society is principally about
ensuring a level playing field.

» The objective is to put all stakeholders on an
equal footing with each other in terms of ability
to have influence on the participation-based
dialogue.

1 Please note that each chapter will provide additional information on
capacities specifically pertaining to the chapter topic.

In this handbook, the aim is to clarify what is
meant by ‘necessary capacities” for social par-
ticipation' with a decided focus on the govern-
ment role of ensuring that as level a playing field
as possible is achieved, where all stakeholders
in the process are able to engage on an equal
footing. We specifically emphasize the crucial
role of governments for creating a level playing
field due to their inherent and uncontested
steering position in regard to political decision-
and policy-making. Meaningful social participa-
tion implies that governments understand how
to use the power vested in them to create this
level playing field. An analysis of available evi-
dence demonstrates that governments struggle
with this role, and targeted capacity-building is
direly needed in this area.

Undeniably, civil society also plays an important
and decisive role in their own capacity-building
and that of communities. However, this handbook
specifically targets governments and government
actors and thus emphasises their part in build-
ing and acknowledging civil society capacities to
ensurethat stakeholdersinvolvedina participatory
process, regardless of their affiliation, can equally
and meaningfully engage in social participation.

Governments need not, and indeed do not,
conduct and organize all capacity trainings, as
explained further below. They may lead some
training programmes of course; but they can also
contract out and steer external institutions to do
so, ensure an enabling environment for private
capacity-building initiatives, and/or secure legis-
lation facilitating civil society funding. These, and
many other potential capacity-building roles and
responsibilities of government are explored in this
chapter, in addition to government’s own capacity
needs for themselves to meaningfully conduct
and engage in social participation mechanisms.
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4.2 Objectives of the chapter

Governments require specific capacities to
understand the added value of engaging in
social participation and to pro-actively work in
collaboration with a full range of stakeholders
in a way that is beneficial to their core business
of policy-making. This chapter aims to shed
light on these very capacity issues, in addi-
tion to laying out the key aspects for govern-
ments to consider for strengthening people ‘s
capacities, i.e. capacities of the population,
communties, and civil society to interact with
governments on an equal level.

The following section of the chapter will con-
tribute to closing the conceptual gap around
social participation capacities and clarify
what capacities for meaningful government
engagement for social participation are. Based
on literature reviews and case studies, a set
of social participation capacities for both civil
society and governments are identified and
put into the context of this handbook. Sub-
sequently, the chapter will focus on the key
challenges in regard to social participation
capacities and capacity-building. We conclude
by presenting action-oriented key messages
targeted to policy-makers on how best to
overcome challenges in order to strengthen
and build necessary capacities for meaningful
government engagement with populations,
communities, and civil society.

Box 4.2

Government vs.
People ‘s capacities: theoretical
concepts and reality

A note of caution regarding the idea of achieving
a level playing field between “government” on the
one hand and “the population, communities, and
civil society” on the other hand: we do not imply that
these are two opposites on either side of a spec-
trum of actors. We acknowledge that none of these
groups are homogenous bodies. Especially ‘civil
society’ can be quite heterogenous in many settings,
inclusive of interest groups who may enjoy dispro-
portionate influence. These terms only describe
one quality of the two poles of actors, the lowest
common denominator so to speak: one is either
associated with the population/communities/civil
society or is part of the government (in this context
it would usually be the Ministry of Health but can
also be other government health institutions). This
bipolar scenario achieves the level of simplification
required to examine the necessary capacities to
ensure a more equal interaction between these two
major types of actors. However, it certainly does
not negate the need for other stakeholders’ active
presence in participatory processes.
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Box 4.3

4.3 Capacities for equal social participation:

conceptual clarification

For the objective of ensuring a level playing
field, the concept of empowerment is critical,
especially with regard to equal participation.
Two main components of empowerment are
advanced: civic and managerial empower-
ment, followed by a clarification of how they
are linked to capacities for equal social par-
ticipation. Based on these two aspects of
empowerment, three dimensions of capacities
(related to technical, recognition, and commu-
nication skills] deemed to be most relevant
to action on capacity-building by government
actors is elaborated upon [see Figure 4.1).

Empowerment

» Empowerment is a social action process that
creates in people, organisations, and
communities a sense of confidence to take action
towards collective goals.

» Empowerment enables the action of being a part
of and/or influencing decisions which affect those

who

are empowered.

» Capacity-building within the remit of social
participation in health can be seen as a process
of empowerment.

Capacity-building within the remit of social
participation in health can be seen as the
process of empowerment since it relates to
the development of knowledge, skills, com-
mitment, structures, systems and leadership
to enable health (2]. This process is trans-
formational and purposeful in empowering
organizations and individuals to take action on
their particular goals (3]. Therefore, the aim of
capacity-building in health is to impart prac-
tices, approaches, structures and/or values
which create, sustain and enhance the abili-
ties of practitioners and their organizations to
address health issues (3).

Capacity-building activities and interventions
for CSOs can be developed by multiple agen-
cies, i.e. governmental and non-governmental,
and at local, national, and international levels.
Here, the focus is on capacity-building by
national or sub-national governmental actors,
either directly conducted, or contracted out
and steered by them.

Handbook on Social Participation for Universal Health Coverage



Social participation

Communication
skills

J -

?

Recognition skills
v

Civic empowerment "
I
Ll

Figure 4.1: Capacity-building for social participation

Two components of empowerment:
managerial and civic empowerment

Empowerment can be viewed as a “health-
enhancing strategy to reduce disparities” (4],
and can thus be defined as a social action
process that creates in people, organisations,
and communities a sense of confidence to
take action towards collective goals such as
increased community control, political effi-
cacy, improved quality of life and social justice
(5. Consequently, empowerment impacts
on political, social, and cultural norms. It
also supports individual and institutionalized
forms of civil society to express their views,
ideas, needs, and concerns.

—p

f.(

Technical skills

Managerial .
empowerment 1

The WHO Health Promotion Glossary frames
empowerment in terms of the capacity “to
devise strategies for involvement in deci-
sion-making, and [to] achieve political, social

Box 4.4

Two components of empowerment

> Managerial empowerment: gaining confidence

and belief in oneself through enhancement of
technical skills to engage on an equal footing
with technical experts.

> Civic empowerment: gaining confidence and
belief in oneself to address social needs by

acquiring or enhancing the ability to claim social

rights.
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and cultural action to meet those needs” (2].
The glossary further pinpoints the rationale
for empowerment as a way for people to see
a closer correspondence between their goals
in life and a sense of how to achieve them, i.e.,
a relationship between their efforts and life
outcomes (2].

The concepts of empowerment described
above all point towards the action of being a
part of or influencing decisions which affect
those who are empowered.

In terms of the individual, this would entail
capacities to understand their own health
or that of their community or family; deci-
sion-making capabilities; and a belief (confi-
dence) in their own autonomy (6].

In terms of the community, a group of empow-
ered individuals have the confidence and belief
in themselves to collectively gain control over
andinfluence the health of their community (4).

In terms of an organization or institution, an
empowered organizational leadership and
staff have the technical skills which contribute
to institutional confidence (from a society’s
perspective, this would translate into organ-
izational respect and standing) to use their

mission and mandate (bestowed, for example,
by a legal framework, or by the community, or
a board, etc.) to influence decisions within a
sector of operation.

Two main components of empowerment crys-
tallize out [see Box 4.3]: managerial empow-
erment which is broadly based on the idea
that technical skills need to be enhanced. The
second component relates to civic empow-
erment, which refers to capacities that are
needed to address social and community
needs [see Figure 4.1).

Mirroring these two components of empow-
erment, governments hold a critical role in
building and strengthening civil society’s
managerial as well as civic capacities to sys-
tematically and meaningfully engage in social
participation. Government capacity-building
would be focused on (a] understanding the
needs of civil society’s managerial and civic
capacity-building and ensuring that those
needs are met, and (b) understanding their
own capacity needs and acting on filling any
capacity gaps.
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A guiding question of this chapter is whether a
set of skills can be articulated and are specific
to social participation in terms of enabling
equalinvolvement of civil society vis a vis other
actors, notably government, but also more
powerful interest groups, in national plan-
ning and policy-making. Acknowledging that
capacities for social participation are highly
context-dependent, we address the question
by distinguishing three capacity dimensions
based on their contribution to achieving a
feasible equality between stakeholders (see
Figure 4.1): technical, recognition, and com-
munication skills. Expressed differently, these
capacity dimensions are necessary for both
government and the population, government
and civil society for meaningful engagement
with each other. In addition, governments can
feasibly support civil society capacity-build-
ing in these areas to increase the chances
of achieving a level playing field. Increasing
capacities within these three dimensions
would ensure that stakeholders are able to
address varying political as well as technical
challenges during participatory processes.

The different types, interpretations and qual-
ities of the capacities presented next are
exemplary - they are not meant to be exhaus-
tive nor normative. The objective is rather to
underscore the need for governments to take
different dimensions of civil society and gov-
ernment capacities into consideration, espe-
cially with regard to how they impact on the
equality of the social participation process.

Box 4.5

The three dimensions of capacities
for meaningful government
engagement with the population,
communities, and civil society:

1) Technical skills

2) Recognition skills
3) Communication skills
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4.4 Capacity dimension 1: Technical skills

I. Technical skills needed for the population, communities,
and civil society to meaningfully engage in social participation

Capacity-building activities to build technical
skills aim at managerial empowerment, that
is, at increasing the type of skills necessary
to actively engage in participatory processes.
“Skills” are a type of capacity related to knowl-
edge or, in this case, technical understand-
ing. Specific skills can support, or if lacking,
impede, the type and quality of interaction
between governments and the population,
communities, and civil society. Technical skills
to understand the topic, to form an opinion,
and to make an informed choice on how to
participate strongly influences the quality of
the participation process and ultimately the
ability for civil society to engage with govern-
ment on as level a playing field as possible.
Capacity-building processes should be tar-
geted towards increasing technical skills to
equip civil society to fully comprehend the
issues at stake and enter into an equal discus-
sion with governments and topical experts.
This includes technical details of the subject
at hand but also communication techniques,
for example, in the area of advocacy, lobby-
ing, awareness raising, and monitoring and
evaluation (8). In Burkina Faso, the technical
specialization of civil society representatives

on health financing was perceived as one of
the main factors of their success in advocating
for vulnerable groups’ service access as a core
tenet of the health financing strategy (9].

A non-exhaustive overview of skills iden-
tified as relevant for social participation
are described in this section. These skills
emerged from the data analysed for this
handbook as most salient for meaningful and
systematic engagement with governments in
participatory processes.

Technical knowledge of the topic at stake is
especially relevant to hold one’s own at the
policy table (10], like in Mexico where civil
society needed to learn how to analyse a
health budget to be able to engage with the
federal and state governments (11]. Technical
skills include not only technical knowledge of
the topic at stake but also evidence generation
and use. The Mexican example clearly demon-
strates that civil society organizations needed
specialized technical skills to understand and
analyse evidence from health budgets in order
to hold government accountable for timely
budget transfers (12].
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Language skills were repeatedly mentioned
as a barrier to participation in Madagas-
car, where workshop participants felt they
were less able to interact due to their lack of
French [13-15]. Internet literacy was relevant
in Burkina Faso, where civil society organiza-
tions are increasingly well-connected through
social media and even use the internet to stay
connected to the government (14). Fundamen-
tal educational skills like reading and writing
and the capacity to understand written texts
were also relevant in the Madagascar case
where rudimentary education was essential
for community representatives to convey
messages within a district community system
strengthening programme (17].

Chapter 4 - Capacities for meaningful
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The capacity to read and write can be viewed
as integral to civic empowerment rather than
managerial empowerment. Indeed, literacy is
closely linked to socioeconomic determinants
of health and thus strongly related to poverty
and inequality reduction interventions (18,
19]. However, from the standpoint of policy-
makers undertaking or organizing capaci-
ty-building initiatives, reading and writing is
seen as a managerial empowerment issue
(i.e. a technical skill] as it can be taught on a
very technical level without much civic input
per se.
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Il. Technical skills needed for governments to ensure a level
playing field for meaningful social participation:

In general, the literature and international
debate are fairly silent in regard to the capac-
ities needed for governments to ensure that
civil society can be on an equal footing during
participatory processes. We attempt to begin
clarifying and articulating some of these
aspects in this handbook.

Technical skills to design and facilitate the
process seem to be one of the key areas where
government capacities need strengthening.
Governments need to be able to choose the
appropriate methods and tools for participa-
tion (20) as well as design appropriate pro-
cesses (21], depending on the actors involved,
the context and the content. It is essential for
the processes and the methods to match the
background, skills, and abilities of the stake-
holders involved to ensure an equal footing.

A clear capacity deficit governments evince
is the ability to take people’s experiential
testimonies and relate it technically to the
subject at hand. Stakeholders in France
involved in regional, routine participatory
processes in health acknowledged that the
personal experience of patients and health
care users, i.e., experiential knowledge, were
only theoretically considered equal to techni-
cal knowledge; in practice, it was not given its
due weight in participatory discussions (22]. A
Dutch study found that the reason for the poor
influence of patients’ association input on
clinical practice guideline development was
their unequal starting position where their
experiential knowledge was not seen as val-
uable and insightful as technician knowledge
(23]. These studies point to vital information
remaining lost or unused in terms of feeding
into potential solutions, partly due to deci-
sion-maker inability to process information in
an unfamiliar format which is less formal and
polished.
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lll. Governments’ role in levelling out power imbalances
due to a lack of technical skills for the population,
communities, and civil society

Language and jargon are areas where civil
society capacities need strengthening, and
which can have considerable impact on ena-
bling a more level playing field. Technical
language and dialect differences can quickly
and obviously reveal an imbalance of power,
putting those who are less articulate at an
immediate disadvantage.

Governments would do well to learn how
to simplify their language when engag-
ing with non-technicians in the interest of
finding common ground. At the same time,
governments can provide capacity training
in technical areas, or set up (independent]
funding mechanisms to do so. In Thailand,
for example, the Thai Health Promotion Fund,
financed by a sin tax on alcohol, funds civil
society capacity-building; a more able and

skilled civil society was then able to partici-
pate in the National Health Assembly with a
more coherent voice (24]. Civil society which
is enabled to participate then does participate
more; with more exposure and experience,
more capacity is built, closing the virtuous
cycle.

Box 4.6

Capacity-building tenets for
managerial empowerment:

> technical topics need to be made relatable to
people’s lives;

» technical jargon should be avoided;

> technical details necessary for participating
need to be provided and easily accessible;

» practical barriers to participation need to
be addressed (access to internet, travel time,
opportunity cost of participation);

» personal experience (experiential knowledge)
should be valued (not just technical evidence).
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Capacity-building happens during the very
process of participation itself. Enabling envi-
ronments which allow participation to happen
play a significant role in allowing capacities
to be built by virtue of the opportunity and
practice of participating. As mentioned pre-
viously, participants at the National Health
Assembly in Thailand reported that they
began to understand technical topics as well

© WHO / Gary Hampton

as procedural aspects of participation the
longer they were engaged with the Assembly.
As one participant put it clearly: “Some people
grew up [in] this place, from the assembly
process” (25). Civil society representatives at
the Portuguese Health Council noted their
increasing technical professionalism due to
the exposure offered by Health Council activ-
ities (26). These examples suggest that room
should be given within participation processes
for a learning-by-doing approach which can
be accompanied by targeted capacity-building
initiatives.
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4.5 Capacity dimension 2: Recognition skills

I. Recognition skills needed for the population, communities,
and civil society to meaningfully engage in social participation

The ability to recognize that participation in
planning and policy-making processes is a
possibility which can be beneficial to one’s
goals is a fundamental capacity for mean-
ingful participatory engagement (7, 10, 27,
28). It is related to the individual s capacity to
understand one ‘s own abilities (7, 21, 29, 30]
and be able to articulate the type of capacities
which might be missing. In India and Mada-
gascar, interviews showed that sometimes
civil society and communities need to have a
clear reason, or stimulus, to recognize how
engaging in social participation mechanisms
can be useful. In both cases, the need for
improving local-level health services created
an understanding for communities of why
raising their voices through available social
participation mechanisms could be advanta-
geous (8, 17).

Recognition relates to the ability to be asser-
tive and emphatic in regard to perceived needs
and views. Thus, recognition includes aspects
like being critically aware of what is happen-
ing in your environment (29), understanding
the importance of public accountability (10],
and perceiving what might be best for oneself/
the community (6, 10, 27, 29). In Madagascar,
many rural inhabitants with little access to
health care were unaware that interactive
workshops set up with the explicit aim of
seeking their views was a mechanism which
could be used for their own collective interest
of improving the local health system (31]. In
Tunisia, on the other hand, social participa-
tion is seen by many civil society actors as a
constitutional right, recognized within society,
and claimed through the Societal Dialogue for
Health mechanism (32).
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Il. Recognition skills needed for governments to ensure a level
playing field for meaningful participation

Building recognition skills essentially aims
at civic empowerment. This requires govern-
ments to recognize and understand their own
role during the participation process. Thus,
capacities are needed for governments to
understand the added value of participation
and ensure that participation literacy for
equal engagement is enhanced both in civil
society and government institutions. In turn,
governments who are serious about ensuring
meaningful and sustainable social participa-
tion need to (a) be able to recognize partici-
pation as essential to health planning and
policy making (27) and (b) be willing to create
equitable spaces for participation grounded in
government accountability to the population.
This involves building a trustful environment
for all engaged stakeholders (21) and truly
understanding power relations and their
impact on participatory processes (6, 21].

Recognizing power relations also forms the
basis for skilfully including actors with differ-
ing views and backgrounds into a participation
space, accounting for their differing interests
yet brokering a solution nevertheless (33].

A more in-depth recognition of the beneficial
nature of equal interaction with civil society is
more sustainably fostered when governments
come with a long-term outlook to their own
capacity-building. The fear of “losing power”
to others can be very real; it can take time
and repeated exposure to participation expe-
riences for governments to understand the
long-term benefits of capacity-building which
are strongly related to human development
and socioeconomic change (34).

Knowledge or technical information do not
only derive from formal skills and expertise in
technical areas but also from personal expe-
rience, the latter being just as relevant for
policy. The Portuguese Health Council’s civil
society representatives expressed worry that
their personal experience with a disease or a
health issue, the very reason why they are part
of the Health Council in the first place, was
not recognized as valuable (24]). This worry
basically reflects a potential inability by gov-
ernment and experts to perceive the signifi-
cance of experiential knowledge for what it is
actually worth, reflecting on the need to build
capacity for governments in that area.
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Political will and commitment by policy-mak-
ers is needed to maintain capacities and keep
capacity-building on the radar, especially
during times of change (29]. Political will can
be supported by government civil servants
demonstrating benefits of the popular support
for policies which have gone through a partic-
ipatory process.

Increasing the understanding and knowledge
levels of government actors is critical not just
at the highest political levels where the theo-
retical (political) gains of supporting participa-
tion may be easier, but also with mid-ranking
technical cadres who are left with the concrete
task of doing participation. InIndia, feudal soci-
etal elements which protected existing power
structures at times blinded government civil
servants to recognizing the added value of col-
laborating with civil society [35]. A civil society
representative from Burkina Faso pointed
out that within governments, one actor might
be enough to block entire processes (34]. In
Tunisia, some government officials saw the
Societal Dialogue for Health as encroaching
into their policy-making space; it was seen as
a threat rather than complementary to their
work (32]. A positive example comes from

Mexico where civil society-government col-
laboration was fruitful; one reason cited was
that government actors from different levels
saw advantages in engaging with civil society
as they valued their up-to-date access to local
information as a key component of their own
programme monitoring (11].

Dialoguing internally within government
circles to ensure internal buy-in should
therefore be a core component of any govern-
ment capacity-building strategy. Here again,
patience is key as a mindset change is essen-
tially envisaged which never happens quickly.

Box 4.7

“How can a participatory approach be
useful for me in my policy work?”:

a question every government official
should know the answer to

> Besides high-level officials who may more easily
gain politically by supporting participation, all
staff at lower levels need to understand the
ideas and aims of social participation, especially
mid-level cadres who hold budgets and
influence policies.

> Resources and time need to be invested in
efforts towards internal buy-in for participatory
processes within government institutions.
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lll. Governments’ role in levelling out power imbalances due to
a lack of recognition skills in the population, communities,

and civil society

Box 4.8

Governments can help level out

p

ower imbalances due to a lack of

recognition skills in population,
communities, and civil society:

>

>

>

>

ractical tips

Convene selected and targeted homogenous
groups to avoid hierarchy barriers (e.g. women-
only forum; indigenous group-only discussion).

Consult directly in people’s familiar surroundings
(schools, religious centres, health centres,
community recreation centres, commune
buildings, local cafés, sports centres, etc.) to
avoid the daunting nature of official meeting
environments (such as government buildings;
spaces where formal clothing is the norm;
settings where more formal language is usually
expected).

Use simple language without jargon or technical
terms.

Use facilitators who speak the local language

or dialect - depending on the setting, even official
translation services might end up ‘officializing’
the event and hindering frank expression of
community thoughts.

120

For both civil society and government actors,
the most fundamental of capacities needed
for interaction on an equal level is the ability
to understand (recognize) one’s own role in
participation processes. In Madagascar, even
though the health centres were built within
the communities, and the management
structures were embedded within the com-
munities, many community members did not
understand that they could strategically and
practically influence these health centres (37,
38). In fact, an attempt at influencing health
centre planning was at times seen as negative
if it involved a complaint to or about the health
centres. The sociocultural aspects of how to
behave in which situations can impede recog-
nition and lead to low community engagement
([see Section 4.7). Thus, an understanding
of concepts of accountability and ownership
need to be gradually introduced through
capacity-building and planning processes, as
was the case in Madagascar, and translated
to the living conditions of the population (17).

In India, it took some time at the beginning for
ASHAs to understand their roles and respon-
sibilities, including the broad scope of work
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Box 4.9

Building recognition capacity in Madagascar

In Madagascar, strong hierarchies and
social fragmentation was cited by many local
stakeholders as a barrier to participation
in general. A strong need was perceived to
build basic civic capacities for social partic-
ipation, especially for those living in remote
areas, with lower education levels.

One vehicle to do so was through various
programmes run by international NGOs
targeting community-based health planning
and monitoring. Action Against Hunger (ACF
in its French acronym) is one such NGO who
runs district-level programmes to promote
community input into local health system
decision-making. The aim is to confer more
agency to people and communities over their
own health by providing a platform to lend
their voice to shaping a more responsive
health system. That platform is offered in a
workshop format, where community health
workers, community members, health
centre staff and management are convened
together by ACF to enter into a facilitated
discussion on local health needs, chal-
lenges, and possible solutions.

While these workshops were clearly appre-
ciated for their opportunity for bottom-up
planning, they also exposed the deep-seated
cultural deferral to those in positions of
power along with the very real difficulties for
community members to keep up with tech-
nical discussions due to language barriers
and limited medico-technical knowledge.
Compounding this was the underlying lack
of a basic recognition of their own rights
and possibilities for influence, leading to a
mediocre quality of community engagement
in workshops.

The community-based, bottom-up health
planning process is clearly an important
opportunity to strengthen and empower
local communities in Madagascar. Strength-
ening the recognition capacities of stake-
holders, that is, catalysing an understanding
of the added value of one’s own input and
being aware of the possibilities to contribute
in one’s own or in the community interest,
should be the starting point in this process
(17).
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and mandate they had; doing so (recognition)
enhanced their leadership roles within the
health system, and facilitated communica-
tion skills within and beyond their communi-
ties. The introduction of the ASHAs had even
further repercussions on recognition as they
played a key role in mobilising other commu-
nity members to formulate their views and
needs as demands (39]. Capacity-building in
this dimension is hence extremely important
but at the same time very difficult since rec-
ognition is rooted in a basic understanding
of democratic principles and the value of
a human being to society (40). Addressing
these issues through the health sector only
will have a narrower impact unless simulta-
neously intervening in education and poverty
alleviation.

In many cases, addressing broad socio-cultural
issues outside the remit of the health sector
will only be minimally possible. In such cases,
governments can still focus on analyzing and

understanding those sociocultural barriers
to recognition and create safe spaces for
participation where they are addressed: for
example, by convening women separately
where their status is lower than men’s; or
going into poorer communities to hear their
views in their own familiar environment rather
than convening them in an official government
building which might be daunting; by using
the local language or dialect in meetings, etc.
These spaces help communities to recog-
nize and voice their needs and expectations.

Investing time in understanding the hierar-
chies, becoming conscious of their conse-
quences in terms of participation, and cau-
tiously addressing barriers which stem from
them are certainly within the realm of what
a government body managing a participatory
process should do, but where, admittedly,
the skills, training, and support to do so are
lacking in many countries.
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Box 4.10

India: ASHAs and the recognition capacity

A key mechanism to implement a strategy of
community participation under the National
Rural Health Mission was, among others,
the establishment of the Accredited Social
Health Activist (ASHA] Village Health Worker
Programme. ASHAs are female community
health workers that are selected by the
community and tasked with linking the com-
munity to the health system.

The ASHAs receive an intense training
programme mostly focused on technical,
programmatic capacity-building but many
are also sent to courses in leadership and
communication. The basic leadership train-
ing helped increase confidence, counterbal-
ancing in some ways the lower social posi-
tion often ascribed to women, and thereby
impacting on the recognition dimension of
capacities.

ASHAs were selected locally and were
embedded in community life, playing a
significant role in improving awareness in
health matters, health seeking behaviour,
access to services and entitlements. Thus,
ASHAs stimulated a process within the
communities that generally increased rec-
ognition and awareness in regard to health
services, quality of care, and right to health.
ASHAs also played a key role in creating an
understanding within communities that they
do indeed have a right to demand services.

The ASHA capacity-building experience
confirms that recognition is one of the most
fundamental dimensions of capacities, is
closely intertwined with overall community
empowerment through the civic empow-
erment of women which had trickle-down
effects on the entire community (8.
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4.6 Capacity dimension 3: Communication skills

I. Communication skills needed for the population, communities,
and civil society to meaningfully engage in social participation

The capacity to interact and communicate with
other stakeholders and especially govern-
ments is crucial for meaningful engagement
in social participation processes. Thus, these
abilities are related to transforming perceived
inequities into well-formulated arguments
and justification for actions (21, 29, 33].

Speaking in front of an audience or in public
is a key component of this capacity dimension
as exemplified by the Madagascar case where
community representatives were summoned
for workshops and felt inadequate to speak up
(37, £1), or by the Portugal case where Health
Council Members from civil society reported
apprehension at speaking in front of a formal
and very hierarchical expert audience for the
first time (42]. Thus, speaking in public also
has an empowerment dimension linked to
recognition.

The capacity to listen [25) is also a core aspect
of the ability to communicate and exchange
information. Accepting contrary views in
debates, taking responsibilities and adapting
communication for different audiences are

communication capacities that are closely
related to the recognition and technical
skills needed to support the formulation of
arguments.

Clear and good communication facilitate coa-
lition-building. Partnerships were a pivotal
element in the Mexico case where the strategic
use of networks led to civil society successfully
advocating for increased budget transparency
(43]. In Burkina Faso as well, a civil society coa-
lition was able to amplify civil society voice in
the development of the free health care policy
for pregnant women & under-five children (44].
In Thailand, civil society is forced to partner
with each other in the National Health Assem-
bly's constituency format which requires solid
communication and related coordination skills
(24).

A recent analysis of health governance in the
Islamic Republic of Iran demonstrates the
significance of communication not only for the
exchange between organized civil society and
governments but also between civil society
and communities. The said analysis found
that civil society held a key mediating role in
the Islamic Republic of Iran, communicat-
ing effectively with communities, and then
re-packaging their information and formulat-
ing arguments to the government (45).
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This aspect of engaging with constituencies
as a form of communication capacity was also
present in other case studies. The Tunisian
Societal Dialogue for Health, as a voice of civil
society, ensured outreach to the interior of
the country to ensure the involvement even of
remote communities (32]. Similarly, in Mexico,
the networks formed to increase pressure for
budget transparency included local commu-
nities, without whom local implementation
evidence would not have been gained [(11].
On the one hand, communication capacity
with communities and lay people is crucial to
grasp local issues; on the other hand, a differ-
ent kind of communication ability is necessary
to ensure that those local issues get heard in
higher-level policy discussions.

Interacting with media and specifically chan-
nelling information through media is also a
relevant part of communication capacity, as it
can be challenging for both civil society and
governments [see Section 4.6). Stakeholder
interviews in Burkina Faso cautioned that the
use of media and the interaction with the press
needed to be handled with care because it can
potentially jeopardize established relation-
ships of trust between governments and civil
society [46]). In Tunisia, the Societal Dialogue
for Health partnered with media to ensure
that the population understood the genuine
nature of the large-scale consultations in its
initial phase. Media messaging was a part of
a broader communications strategy to build
trust with the population in the post-revolu-
tion context (32).

While communication skills are crucial, capac-
ities deriving from all three dimensions need
to be bundled to properly interact with media
representatives to potentially use media as a
mouthpiece and advocacy tool to ensure that
relevant information is transparent and public
(see Box 4.13).
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Box 4.11

Interacting with media in Tunisia during the Societal
Dialogue for Health (phase 1)

During a time of political transformation
(Arab Spring, 2011/12), the Societal dialogue
for Health in Tunisiawas bornas anindepend-
ent organ created as a partnership between
civil society and government, largely due to a
grassroots civil society movement demand-
ing more participation in health. It became a
platform for the Tunisian people to express
their views and ideas. The Societal Dialogue
also sought to reaffirm citizen rights of par-
ticipation by capturing people's needs and
opinions on health matters.

Realizing the criticality of population trust for
the success of the Societal Dialogue, active
collaboration with media was leveraged to
channel information and messages on par-
ticipation to the population. The goal was to
allay scepticism that consultations would be
tokenistic (as they had often been in the past)
and reassure the population of the intent of
the participatory process.

The Societal Dialogue’s partnership with
the media centred on transparency and
information sharing on the proceedings
and functioning of the participatory events
it organized. It included the coverage of
the Societal Dialogue Technical Committee
meetings, radio programmes, and newspa-
per articles - all aiming to increase confi-
dence in the accountability of the Societal
Dialogue to the population.

The media was thus part of a broader com-
munication strategy to convey messages
and restore democratic beliefs. The Societal
Dialogue conducted training workshops for
media to ensure that correct information
was conveyed to the population. The work-
shops also served as forums for media
to ask questions and clarify major issues
which the public was seen to want informa-
tion on. The civil society organizations which
founded the Societal Dialogue initiative were
at the forefront of partnering with media,
evincing their strength and high capacity to
carry the Societal Dialogue initiative forward
(32).
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Il. Communication skills
needed for governments to
ensure a level playing field
for meaningful participation

The capacity to “listen” is just as relevant for
governments as it is for communities and civil
society. It is related to governments’ ability to
find and use different (communication) chan-
nels to hear and understand attempts by the
population, communities, and civil society to
express needs (10, 29, 47). Linked to this is the
ability of government actors to translate and
communicate abstract health system topics
and concepts into relatable and concrete real-
life issues (21]. Governments thus require
capacities not only to “hear” messages in
colloquial language and distil from it what is
relevant for policy, but also to convey mes-
sages back in simpler language to different
audiences through participatory platforms in
order to steer discussion and debate towards
feasible policy options (48).

This leads us to another relevant communication-
related skill set needed to ably manage a full
participatory process: the capacity to provide
and disseminate feedback and results after
the process is over (21]. Feeling at ease with
online tools to interact with the population,
communities, and civil society, and being able
to negotiate in an adapted way with different
stakeholder groups are further communi-
cation skills needed amongst government
cadres.

Box 4.12

Individual vs organizational civil
society capacities

The skills and abilities described above are
equally valid and necessary for individuals, less
formalized civil society groups (for example,
community initiatives or unregistered civic
groups), as well as for organizations.

However, certain capacities might be especially
relevant for (formal, semi-formal) civil society
organizations, such as the ability to formulate
its mission, strategic targets and motivate indi-
viduals and organizations to participate in the
achievement of these targets. In addition, the
capacity to translate local health concerns into
advocacy activities may be more relevant for
organizations vis a vis individuals. Administra-
tive capacities, mainly related to organizational
functioning and financing, are necessary to stay
viable and strategic. In the Islamic Republic
of Iran, for example, cumbersome bureau-
cratic procedures for civil society registration
meant that stronger and well-connected civil
society groups were the ones who managed
to become formalized (45]). Indian stakeholder
interviews highlighted that administrative tasks
overwhelm civil society organizations’ existing
capacities at times, leaving a perception of
poor credibility with risks of not being invited to
engage in social participation forums (39).
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Government capacity to simplify technical
nuances and perceive technical issues from
the population and lay person perspective is
especially important in preparing background
information for participatory processes. Sim-
plifying complex issues while still keeping a
relevant nuance is not an easy task, and may
require several rounds of testing and piloting
to ensure the right messaging for the right
target audience. In the end, it is an invest-
ment in time and resources which often gets

Box 4.13

Communication skills are at the
heart of the interaction between civil
society and government actors

» The quality and impact of interaction depends on
civil society "s capacity to express their views and
on government actors’ capacities to listen.

> For both civil society and governments,
media can be a mutually beneficial medium to
communicate with constituencies.

» Communication skills are partly built through
practice - creating & maintaining participatory
spaces keeps a channel of communication open.

de-prioritized in favour of programmatic activ-
ities which is seen to have more direct impact
on health sector results. However, the invest-
ment can bear fruit as seen during France’s
1999 large-scale population consultations,
the Etats Généraux de la Santé. Government
organizers at central and regional level put a
special emphasis on ensuring that everybody
wishing to participate in the consultation had
all the necessary information at hand, pack-
aged in easily accessible language, to ensure
full understanding of the topic of consultation
(48, 49). It was one of the many reasons for the
large numbers of people which the consulta-
tions managed to attract to participate in the
various participatory events.

As always, an additional emphasis and
reflection is needed to ensure that the most
vulnerable population groups, i.e. those who
tend to have the most difficulties in under-
standing technical details, are sought out and
given additional support for technical capacity
building.

Government investment in communication
abilities is also necessary to work construc-
tively with the media to ensure the type of
participation which is desired. In France, the
2018 national bioethics consultation involved
a communication strategy which targeted
media appearances by the head of the organ-
izing government body to inform the public
about the opportunity to participate (22).
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lll. Governments’ role in levelling out a lack of communication
skills for the population, communities, and civil society

Social participation heavily depends on civil
society’s ability to communicate, meaning their
ability to formulate arguments and influence
public debate. Consequently, social participa-
tion also depends on governments” ability to
actively increase the space for participation
to give the population, communities, and civil
society the opportunity to communicate.

The catch-22 situation is that, unfortunately,
the poorer the existing civil society capacities
are in regard to communication and interac-
tion, the more the government needs to com-
pensate for it by creating those interaction
and communication channels. Reaching out
actively to “receive” and “hear” civil society's
arguments and debates is one way of compen-
sating. Essentially, offering adequate partici-
pation spaces, for example, through targeted
meetings to hear from civil society, fixed seats
on boards and councils, institutionalizing
community-level consultations during policy
processes, etc, is one of the most important
efforts a government can make. The exposure
these spaces offer allow for learning-by-do-
ing capacity-building, besides deepening an
understanding of differing viewpoints, whether
agreement is found or not. The capacities
which are built by repeatedly interacting with
each other are on both the government and
civil society side.

A case in point is Thailand where the 10-year-
old National Health Assembly process obliges
stakeholders from all sides, including gov-
ernment and civil society, to confront other
viewpoints, and think through their own posi-
tion and communicate them to those who may
think differently. The platform is offered to
stakeholders every year in December with the
rest of the year taken for in-depth prepara-
tion through several working group meetings
where civil society takes part. The repeated
exposure has helped to increase capacities on
all sides, and is acknowledged by all stake-
holder groups to have been a key vehicle to
improving communication between those with
differing views (50).

Some aspects of communication (e.g. formu-
lating arguments, negotiating) can be learned
through structured training but those training
efforts are more effective when the socioec-
onomic barriers [(e.g. communicating with
hierarchies] relating back to recognition are
recognized themselves by those organizing
the capacity-building, and taken into account.
Ideally, this would entail measures to address
those barriers; at the very least, the barri-
ers should be adequately considered when
designing capacity-building exercises.
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The population,
communities,

civil society

The government

Table 1: Capacity dimensions in practice

3t

As discussed, the three capacity dimensions
are interconnected and capacity-building in
one dimension will have positive effects on all
capacity dimensions [see Figure 4.1). However,

Capacity dimension I: Capacity dimension Il: Capacity dimension Ill:
technical skills recognition skills communication skills

» Language skills » Recognize that participation can be beneficial > Transforming perceived inequities into
» Technical knowledge of the > Understand one’s own abilities well-formulated arguments
topic » Articulate the type of capacities missing » Speaking in front of an audience
» Evidence generation and use » Be assertive, confident, and critically aware » Accepting contrary views in debates
» Internet literacy > Liability and accountability » Taking responsibility
» Educational skills » Confident about what might be best for » Adapting communication to audience
» Understand written texts oneself/the community » Strategic use of networks

» Engaging with the population
» Interacting with media

» Design and facilitate the » Understand the added value of participation > The capacity to listen’

process » Understand how equal engagement can be > Provide and disseminate feedback
» Actively increase the space mutually beneficial post-consultation

for equitable civil society » Recognize participation as essential to health > Use of online tools

participation planning and policy making > Ability to negotiate

> Willing to create equitable spaces for participation
> Long-term outlook

the table below shows these interlinkages and
highlights concrete examples of how capacity-
building is a cross-cutting exercise.
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Examples of
cross-cutting aspects
(non-exhaustive)

The use of language:
Participation processes
depend on the ability of the
involved actors to communi-
cate with each other. The way
language is used throughout
the process needs to be
actively shaped in a way that
language does not pose a
barrier to participation but
that it enriches participation.
Knowing and understanding
how to deliberately use lan-
guage is a core capacity for
all actors involved.

Importance of
experiential knowledge:
Topical discussions within
a participatory space are
often shaped by technical
inputs and research-based
evidence. However, testi-
monies of lived experiences,
or experiential knowledge,
must also be recognized as
crucial information to be
incorporated into technical
discussions.

“Learning by doing”:

an intrinsic element of sus-
tainable capacity-building.
Participatory spaces offer
the possibility to “practice”
participation, i.e. understand
each other better through
increased exposure to one
another, develop & fine-tune
a basic set of skills relevant
for participation. Providing
more possibilities to interact
is one of the most effective
capacity-building strategies.

For the population,
communities, and civil
society:

to understand / speak the tech-
nical language, or “jargon”, of
the participatory space in order
to more effectively interact and
understand the technical topic
of deliberation.

For the government:

to take messages conveyed in
colloquial language and distil
from it what is relevant for
technical health policy.

For the population, com-
munities, and civil society:
to contribute to discussions by
introducing experiential knowl-
edge with an understanding of
how it is relevant technically to
the topic of discussion.

For the government:

to be able to take people’s
experiential testimonies and
relate it technically to the
subject at hand.

For the population,
communities, and civil
society:

Exposure to factual discus-
sions will increase technical
skills.

For the government:

to know how to deliberately
create and maintain spaces
where learning by doing for all
involved actors is possible.

For the population,
communities, and civil
society:

to understand the importance of
being adequately equipped and
skilled to speak up in front of

an audience, to understand the
need to communicate differently
with different types of actors.

For the government:

to recognize how a lack of
understanding of technical
terms might prevent partici-
pants from actively engaging in
processes.

For the population,
communities, and civil
society:

to recognize that experiential
knowledge is a valuable
contribution to the discussion
and be confident in conveying
experiential messages.

For the government:

to recognize experiential
knowledge as a valuable input
to the participation process
and subsequently give it its due
value in policy-making.

For the population,
communities, and civil
society:

Exposure to participation
processes will increase
recognition by civil society that
participation is an option and is
useful for community aims.

For the government:
Exposure to participation
processes will increase
recognition by governments
that participation is beneficial
for their policy objectives.

For the population,
communities, and civil
society:

to be able to speak in front of
an audience using language
which everyone in the partici-
patory space understands.

For the government:

to use language during
interactions which matches the
language skills of participants,
for example, by conveying
technical information in
simpler words.

For the population,
communities, and civil
society:

to be able to form arguments
that are based on experiential
knowledge.

For the government:

to be able to enter into a technical
discussion that might be based

on experiential knowledge and
convey messages that relate
experiential knowledge to tech-
nical expertise and thus actively
increase communication channels
for “experiential experts”.

For all:

Understand and encourage
the importance of opening
and maintaining participation
channels to serve as opportu-
nities for constantly improving
communication skills.

Table 2: Example of cross-cutting aspects

* Arrows indicate the interdependencies between the different capacities. Increases in one capacity will impact on other capacities.
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4.7 Social participation capacities in practice:

key issues to reflect on

l. Challenges

Since stakeholder capacity is such a deter-
mining factor for the success and sustainabil-
ity of a participatory process, challenges and
potential hindering factors for strengthening
and using capacities need to be considered.
Different types of challenges stemming from
contextual as well as social, cultural, and
economic determinants are elaborated upon
below.

As alluded to previously, civic empowerment,
or the lack thereof, is closely linked to low
socio-economic status, making it a hindering
factor for participation (29). The socioeco-
nomic context also determines the success of
capacity-building efforts that would be neces-
sary to instill civic empowerment in commu-
nities. Organizers of participatory spaces, and
capacity-building efforts linked to them, need
to be conscious of and acknowledge these
limits, understand how to manoeuvre within
them but at the same time challenge the par-
adigms where feasible.

On that note, we delineate two principal
capacity-building challenges where aware-
ness and sensitivity is needed, borne out of
low socioeconomic status:

The capacity to invest time and money and to
accept trade-offs that need to be accounted
for are relative to the socioeconomic situation
of the individual or the organization partici-
pating [21). Costs include transportation, child
care, opportunity costs for not attending work,
etc. and need to be covered in order to enable
participation. In the end, it is the participants
and organizations themselves who bear those
costs if they are not covered otherwise. The
Portuguese Health Council's civil society rep-
resentatives do not receive financial compen-
sation for their participation; it is reported as
a clear barrier for participation (51). The con-
sequences are the inability to have truly equal
participation between governments, civil
society, and in the case of Portugal, private
sector (51]). A stakeholder from Burkina Faso
(52) echoed the same point by pinpointing the
lack of finances and human resource capacity
as one of the main hindering factors for civil
society’'s meaningful participation in policy
processes. Those who are participating as
part of their (paid) day job (government] have
the luxury of preparing adequately and being
up-to-date on the knowledge and positioning
of stakeholders, giving them an edge over the
others on top of the advantage and position of
power they already have.

The resource-strapped conditions within
which many civil society organizations operate
often leads to those working for the CSOs
having volunteer status and paying out of
their own personal pockets to cover expenses
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linked to participation. Interruptions in activi-
ties are also a likely consequence of a lack of
funding. This can skew participation to those
who have the time and/or finances at their
disposal, as was seen in large-scale public
consultations in France (22] or in community
engagement mechanisms in Madagascar (31).
The relative time and financial investments
necessary to take part in the participation
process are usually higher on the civil society
side than on other stakeholders’ side.

Recognizing one s own ability and being able
to speak up is also determined by the socio-
cultural idea of hierarchies and the norms
determining how to deal with those hierar-
chies. In Madagascar, a general fear of neg-
ative repercussions (e.g. difficulty in getting
treatment in health facility) through people
“higher up in the system” and a socio-cultural
respect of hierarchies impeded on communi-
ty s ability to express themselves (31).

Similar experiences were reported in regard to
the ability to enter into dialogue. Stakeholder
interviews in Madagascar, Mexico, Burkina
Faso, and Thailand repeatedly demonstrated
that when trying to overcome hierarchies and
other sociocultural barriers for the sake of
equal social participation, the ability to com-
municate (as defined above] is vital (31, 43,
53). In these cases, civil society organizations
who took great care to formulate and position
arguments for their engagement which was
not seen as ‘confrontative’ or ‘complaining’
found greater success.

Hierarchical structures in government insti-
tutions mirror society’'s hierarchies, where
civil society in general is already placed lower
down the rung. Achieving a level playing field
in such situations definitely needs a good dose
of government good will, as pointed out by
Mexican stakeholders who acknowledged the
general openness of most government enti-
ties working with budget advocates to interact
with civil society (12, 54).
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United Nations Development Programme (34)

Building and strengthening capacities for
social participation is very resource intense
(55, 56). Of course, some capacity-building
interventions are more costly than others,
depending on the setting, the format and the
context (55]. But without a doubt, funding is
enabling when present and hindering when
not in terms of sustainable capacity-building
efforts.

Sustainable and predictable funding allows
capacities to be built up slowly and in an
adapted way over time. The patience required
for capacity-building activities to show results
is difficult to impossible with short timelines
and funding windows. Many of the complex
governance- and health-related capacities
which are needed for effective social partic-
ipation are not developed through one-off
workshops or through short exposure to the
issues at hand. Instead, it requires a long-
term support of individuals, communities,
and/or organizations to foster an in-depth
understanding, a skill set which has had the
opportunity to try and test, and, most impor-
tantly, a sense of self-esteem and confidence
to truly enable participation. None of this
happens overnight, and is jeopardized if inter-
rupted due to a halt in funding or change in
political commitment to capacity-building for
participation (57].

A case in point is the long process for India’s
(female)] community health workers, or
Accredited Social Health Activists (ASHASs),
to overcome a technical knowledge gap and
a lack of confidence. Interviews with ASHAs
confirmed that sustained and long-term train-
ing opportunities, including communication
and leadership skills, empowered the women
to be more confident in their daily encounters
with cultural and social hierarchies. However,
it proved to be a time-intense process as the
ASHAs' confidence led to a re-adjustment of
their place in village society. The accompa-
nying (slow] change in cultural environment
allowed the women to be more accepted
within their communities but it implied a long
community learning phase which is easily
disrupted if longer-term commitment to par-
ticipation and capacity-building is absent (38).
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Available resources for capacity-building
thus influences both the quality and quantity
of capacity-building as well as the resulting
capacities which are brought into a participa-
tory process.

Capacity-building’'s success depends on how
far the new skills, competencies, and knowl-
edge enter the daily lives of individuals and are
relevant to people ‘s needs and ideas (10). For
example, when combined with measures to
improve education levels and alleviate poverty
overall, people are more likely to accept and
invest time in these activities (6).

Ownership of capacity-building activities and
initiatives, even if promoted by government
actors, should be endogenous to those organ-
izations (or individuals or communities) that
benefit from the training or development (19,
34). In practice, this entails capacity builders
and those who guide and organize capaci-
ty-building to be sensitive to the level and type
of change which is feasible and acceptable
for the population. A Portuguese stakeholder
pointed out within the Health Council context

that civil society should have a role in their
own training programmes because they are
best positioned to know what their capacity
needs are (26].

The Indian government’s National Rural
Health Mission took exactly this approach
and tasked civil society organisations already
established within communities to take on
capacity-building activities of local participa-
tion platforms (8.

Capacities can be strengthened and built
only to a certain extent. The political culture
of the country itself has a strong influence
on the design and ideas of capacity-building
activities [(see Chapter 2]. Additionally, the
prevailing political paradigms and leadership
approaches are not just factors enabling a
conducive environment. They can also be
factors strongly limiting social participation
(19]). Taking this further, limits to capacity-
building for social participation might be
rooted in the political and constitutional con-
struct of the country itself. Thus, the ability to
exercise full and free participation is related to
the democratic self-conception of the country.
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Il. Overcoming challenges to
capacity-building

The challenges discussed above serve as
a basis to reflect on the following lessons
learned that could support governments to
strengthen their meaningful and systematic
engagement in capacity-building activities for
social participation. Key issues to consider to
potentially overcome various capacity-build-
ing challenges are categorized into the three
capacity dimensions (technical, recognition,
and communication skills).

Capacity-building for social participation
necessitates a holistic approach, as the three
capacity dimensions (technical, recognition,
and communication skills] depend on each
other and on a multitude of contextual factors,
as described earlier.

» understanding that they can play a role » realize the need and added value of social

and take on responsibilities in planning
and policy-making (recognition skills);

» using that role effectively by
communicating needs upwards to
policy-makers as well as downwards by
gathering and coordinating community
voices;

» improving their technical knowledge to
fully engage in discussions pertaining to

the process at hand (technical skills) (58).

participation, and understand what it is, as
well as what it is not (recognition skills);

» are able to bring together and listen to

different stakeholders, including those
with differing views and vested interests,
in order to broker a common solution to
health system challenges (communication
skills);

» have not only the health-related technical

skills but also those needed for govern-
ance and steering the sector (technical
skills).

Table 3: The specific role of governments in capacity-building for meaningful social participation
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Box 4.14

Capacity-building needs to:

» consider all three dimensions of capacities;

» be linked to socioeconomic improvements;

> take people ‘s realities into account.

The interdependence of the different capaci-
ties means that a long-term, socioeconomic
context-specific investment is required as
some of the capacities only bear fruit over

time. Adapting to the socioeconomic context
means potentially using local structures
and addressing general literacy issues, both
of which take time. The time factor implies
keeping people motivated to participate in
capacity-building exercises which might be
easier if a benefit is tangible for their own
lives; addressing less complicated ‘quick win’
issues might help maintain community inter-
est in capacity-building, thereby increasing
sustainability (21).
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Effective partnerships and networks within
civil society (potentially even internationally)
should not be underestimated, and govern-
ments have a key role to play in providing
conducive grounds for them. For example,
Mexican civil society representatives acknowl-
edged that the so-called ‘feedback meetings’
with federal government staff to discuss civil
society’s budget analysis offered an opportu-
nity to consolidate a budget advocacy coalition
which brought in a variety of skills and abilities
(for example, budget analysis, familiarity with
communities, dialogue with policy-makers)
channelled for a common purpose. The dif-
ferent coalition partners complemented each
other and potentiated each other’s’ capacities
while simultaneously learning from each
other (12).

In Thailand, the National Health Assembly
system incentivizes in many ways the collab-
oration, dialogue, and coordination between
civil society organizations but also between
civil society and communities and academia.
Firstly, any resolution proposal is rejected if
consultation has not taken place first between
the different types of stakeholders. Secondly,
once a proposal is accepted and seed funding
given to form a working group around the
proposal topic, those coalitions with a unified
and coordinated voice have a better chance at
a working group seat. Thirdly, targeted capac-
ity-building is provided to weaker constituency
groups to help coordination efforts between
organizations working on similar topics (24).

The Thailand example demonstrates
clearly that it is in government’s interest
to strengthen civil society. Dialogue with a
strong, professionalized civil society is more
straight-forward, and can lead more easily to
concrete policy options with win-wins for both
sides (59). In Burkina Faso, two civil society
health platforms SPONG (includes interna-
tional NGOs as well as local ones] and the
CNOSC (locally based civil society] are used
by government as first points of contact to
dialogue with non-state actors. On the one
hand, it is easier for government to deal with
one or two main civil society partners than
with several fragmented voices; on the other
hand, SPONG and CNOSC amplify each single
civil society group’s voice with the legitimacy
of numbers behind it. In addition, civil society
coalitions offer platforms for cross-learning
due to the different technical skills and exper-
tise brought in by each group. For example,
the SPONG facilitated joint learning and
capacity-sharing during the development of
the Burkinabe free health care policy for preg-
nant women and under-five children, making
them a valuable partner for the MoH in differ-
ent stages of strategy development (44]).
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Box 4.15

Le Secrétariat Permanent des Organisations
Non Gouvernemental (SPONG): The permanent
secretariat of non-governmental organizations in

Burkina Faso

The SPONG was created in 1974 on the initia-
tive of several NGOs. Today, it has more than
200 member organizations. It is the only col-
lective of national and international NGOs as
well as development associations in Burkina
Faso. SPONG coordinates the participation
of NGOs in development-related activities
and ensures that their voices are taken into
account in public policies. SPONG also coor-
dinates communication for Burkinabe civil

society in general. One of its objectives is to
promote the involvement and participation
of civil society in monitoring and influencing
public policies.

The SPONG enables civil society organiza-
tions to bundle their capacities and technical
knowledge and work in collaboration with
other organizations to strengthen civil soci-
ety s impact (44).

Le Conseil National des Organisations de la Société
Civile du Burkina Faso (CNOSC): The Burkinabé

National CSO Council

The CNOSC was legally founded in 2011 to
ensure effective civil society representation
in formalized participatory spaces and to
enable systematic communication amongst
CSOs for a more unified and coordinated
voice in these spaces. It is headed at the
national level by a National Coordination
Office, with representation in the 13 regions
of Burkina Faso.

While SPONG brings together both national
and international non-state actors and works
within the international development space,

it defers to the CNOSC for domestic issues.
The CNOSC consists of national organiza-
tions only, with a focus on those issues which
national civil society prioritize.

Both mechanisms act as advocacy bodies for
civil society actors to participate in public
debate. As umbrella organizations, they
have acquired legitimacy over the years to
interact with state authorities as well as
with donors and international cooperation
agencies (44).
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Effective partnerships and relations between
civil society and government are a crucial
element in social participation as they become
part of each other’s organizational cultures.
Capacity-building depends to a great extent on
the willingness of both governments and civil
society to maintain these relationships for the
benefit of social participation.

Reliable long-term relationships between
governments and civil society for capacity-
building might be the only way to really ensure
sustainability related to recognition which is
fundamental for equal social participation
(39]. In Mexico, key informants confirmed
that increasing capacity to undertake budget
transparency was also related to the fact that
civil society organizations had a long-term,
trusted working relationship with state health
authorities which went beyond formal meet-
ings (11, 12, 60]. In the Islamic Republic of
Iran, the nascent National Health Assembly is
seen as an opportunity to build a long-term,
more regular working relationship between
civil society and government institutions (45].

The caveat is to ensure that partnerships
between government and civil society for
capacity-building are not misused or misun-
derstood as an attempt to influence civil soci-
ety s ideas and views.

Box 4.16

Effective government-civil society
partnerships

Effective partnerships between government and
the population, communities, and civil society as
well as among and within the population, commu-
nities, and civil society are crucial for sustainable
capacity-building.

> Incentivizing intra-civil society coordination
in the design of participatory platforms can
simplify government-civil society interaction
whilst amplifying population voice with a unified
front. Capacity-building initiatives can profit from
this.

> Long-term government-civil society part-
nerships can facilitate increased interaction
between the two sides which, in turn, helps build
capacity.
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From the perspective of ensuring a level
playing field between governments and civil
society for social participation, governments
additionally need to actively address the issue
of funding.

In France, capacity-building was enabled over
the course of two decades through sustain-
able and predictable funding through gov-
ernment subsidies (49). Similarly, Thailand

© iStock

provides regular funding for civil society
capacity building through the Thai Health
Promotion Fund (24]. In India, training ASHAs
to take on leadership roles within the health
system was seen as a priority investment from
the government and thus substantially funded
through the National Rural Health Mission.
Multiple key informants saw the significant
government investment in training ASHAs
as a key reason for their high functionality in
many communities (8).
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4.8 Conclusion

This chapter focuses on how governments can
support populations, communities, and civil
society in ensuring managerial as well as civic
empowerment, manifested in three dimensions
of capacities (technical, recognition, and com-
munication skills) so that government and the
population, communities, and civil society can
enter the participation process on as equal a
footing as possible. These three capacity dimen-
sions are conceptually relevant when designing
capacity-building activities as they mutually
depend on each other.

Firstly, a fundamental constraint for partic-
ipation is the lack of technical skills of the
population, communities, and civil society
to fully comprehend the issues and topics at
stake and enter into an equal discussion with
governments. On the government side, tech-
nical skills to run and facilitate participatory
processes need capacity strengthening as
many government cadres struggle with the
complexities of brokering a feasible policy
agreement between the various viewpoints
and stakeholder types.

Technical skills are essential for manifest-
ing a strong vision and clear targets for
engagement - it is therefore in the interest
of all stakeholders, especially government,
to invest in capacity-building of technical
skills for themselves and for the population,
communities, and civil society to ensure that
they are knowledgeable and informed to fully
enter the discussion.

The second dimensions, recognition, is
acknowledged as the most difficult to build as it
is strongly linked to social, cultural, economic,
and political conditions. Communication, as a
third fundamental dimension of capacities, is
based on recognition and is linked to a great
extent on the skills of governments to create
and maintain spaces for participation.

Besides investing in and supporting civil
society capacity-building initiatives, govern-
ment capacity needs in social participation
require special attention. Most government
health institutions are well endowed with
medico-technical skill sets but often lack
adequate capacities to listen, convene, and
communicate - the very basics needed for
meaningful social participation.

Chapter 4 - Capacities for meaningful government engagement with the population, communities, and civil society



References

1 Morgan P. The concept of capacity. European Centre
for Development Policy Management. 2006:1-19.

2 Smith BJ, Tang KC, Nutbeam D. WHO health
promotion glossary: new terms. Health Promotion
International. 2006;21(4):340-5.

3 Bergeron K, Abdi S, DeCorby K, Mensah G, Rempel
B, Manson H. Theories, models and frameworks
used in capacity building interventions relevant to
Publich Health: a systematic review. BMC Public
Health. 2017;17(1):914.

4 Wallerstein N. Empowerment to reduce health
disparities. Scandinavian Journal of Public Health.
2002;30(59_suppl):72-7.

5 Hawe P, Shiell A. Social capital and health
promotion: a review. Social Science & Medicine.
2000;51(6):871-85.

6 Kapiriri L, Norheim OF, Heggenhougen K. Public
participation in health planning and priority setting
at the district level in Uganda. Health Policy and
Planning. 2003;18(2):205-13.

7 Cantelli F. Deux conceptions de l'empowerment.
Politique et Sociétés. 2013;32(1):63-87.

8 Swasti Health Catalyst. Community Participation
in the National Rural Health Mission (NRHM).
Unpublished work.

9 Burkina Faso case study interviewee #1. Burkina
Faso case study report: Lengagement de la société
civile dans le processus d'élaboration et de mise
en ceuvre de la stratégie nationale de financement
de la santé en faveur de la Couverture Sanitaire au
Burkina Faso. Unpublished work. French

10 Frankish CJ, Kwan B, Ratner PA, Higgins JW, Larsen
C. Challenges of citizen participation in regional
health authorities. Social Science & Medicine.
2002;54(10):1471-80.

11 Mexico case study interviewee #1. Case study on
civil society involvement in policy processes in
Mexico. Unpublished work. Spanish.

12 Mexico case study interviewee #4. Case study on
civil society involvement in policy processes in
Mexico. Unpublished work. Spanish.

*,

13 Madagascar case study interviewee #22. Madagascar
case study report: Etude de cas sur les mécanismes
d’engagement de la communauté. Unpublished
work. French.

14 Madagascar case study interviewee #28. Madagascar
case study report: Etude de cas sur les mécanismes
d’engagement de la communauté. Unpublished
work. French.

15 Madagascar case study interviewee #11. Madagascar
case study report: Etude de cas sur les mécanismes
d’engagement de la communauté. Unpublished
work. French.

16 Burkina Faso case study interviewee #4. Burkina
Faso case study report: L'engagement de la société
civile dans le processus d'élaboration et de mise
en ceuvre de la stratégie nationale de financement
de la santé en faveur de la Couverture Sanitaire au
Burkina Faso. Unpublished work. French.

17 Petit D. Madagascar case study report: Etude
de cas sur les mécanismes d’engagement de la
communauté. Unpublished work. French.

18 United Nations Educational Scientific and Cultural
Organization (UNESCO). Literacy: United Nations
Educational, Scientific and Cultural Organization
(UNESCOJ; 2018 [Available from: https://en.unesco.
org/themes/literacy 1.

19 Organization for Economic Cooperation and Devel-
opment (OECD). challenge of capacity development.
Working towards good practice. Organization for
Economic Cooperation and Development (OECD);
2006.

20 Rowe G, Frewer LJ. Evaluating public-participation
exercises: a research agenda. Science, Technology,
& Human Values. 2004;29(4):512-56.

21 Snow ME, Tweedie K, Pederson A. Heard and valued:
the development of a model to meaningfully engage
marginalized populations in health services planning.
BMC Health Services Research. 2018;18(1):181.

2

N

World Health Organization (WHO), SciencesPo. 'La
démocratie santé en France’ dataset. In: World
Health Organization (WHQ), SciencesPo, editors.
Year of data collection: 2018. French.

Handbook on Social Participation for Universal Health Coverage

144

23 Van de Bovenkamp HM, Trappenburg MJ, Grit KJ.
Patient participation in collective healthcare decision
making: the Dutch model. Health Expectations.
2010;13(1):73-85.

24 Rajan D, Mathurapote N, Putthasri W, Posayanonda
T, Pinprateep P, de Courcelles S, et al. The triangle
that moves the mountain: nine years of Thailand's
National Health Assembly (2008-2016). World Health
Organization (WHOJ; 2017.

25 Thailand case study interviewee #7. The triangle
that moves the mountain: nine years of Thailand's
National Health Assembly (2008-2016). 2017.

26 Portugal case study interviewee #3. The Portuguese
Health Council Case Study - A mechanism for Civil
Society Organizations’ engagement in national
health planning and policy-making in Portugal.
Unpublished work. Portuguese.

27 Kaufman J, LiuY, Fang J. Improving reproductive
health in rural China through participatory planning.
Global Public Health. 2012;7(8):856-68.

28 Anderson JM. Empowering patients: issues
and strategies. Social Science & Medicine.
1996;43(5):697-705.

29 Genard J-L. De la capacité, de la compétence, de

l'empowerment, repenser l'anthropologie de la

participation. Politique et Sociétés. 2013;32(1):43-62.

30 Kilewo EG, Frumence G. Factors that hinder

community participation in developing and imple-

menting comprehensive council health plans in

Manyoni District, Tanzania. Global Health Action.

2015;8:26461.

3

World Health Organization (WHO). ‘Madagascar
case study: Etude de cas sur les mécanismes
d’engagement de la communauté’ dataset. In:
World Health Organization (WHOJ, editor. Year of
data collection: 2019. French.

3

[

World Health Organization (WHO). ‘Tunisia case
study’ dataset. In: World Health Organization (WHO),
editor. Year of data collection: 2018-2019. French.
33 D'Agostino TA, Atkinson TM, Latella LE, Rogers
M, Morrissey D, DeRosa AP, et al. Promoting
patient participation in healthcare interactions
through communication skills training: a system-
atic review. Patient education and counseling.
2017;100(7):1247-57.



a

©

=)

N

w

34 Wignaraja K. Capacity development: a UNDP

primer. United Nations Development Programme
(UNDP); 2009.

India case study interviewee #3. Community Partici-
pation in the National Rural Health Mission (NRHM).
Unpublished work.

Burkina Faso case study interviewee #13. Burkina
Faso case study report: L'engagement de la société
civile dans le processus d'élaboration et de mise
en ceuvre de la stratégie nationale de financement
de la santé en faveur de la Couverture Sanitaire
Universelle au Burkina Faso. Unpublished work.
French.

Madagascar case study interviewee #34. Madagascar
case study report: Etude de cas sur les mécanismes
d’engagement de la communauté. Unpublished
work. French.

38 Madagascar case study interviewee #27. Madagascar

case study report: Etude de cas sur les mécanismes
d’engagement de la communauté. Unpublished
work. French.

Swasti Health Catalyst. ‘Community Participation
in the National Rural Health Mission (NRHM)’
dataset. In: Swasti Health Catalyst, editor. Year of
data collection: 2019.

Cantelli F, Garon F, Schiffino N. Participation et
pouvoirs: pour une lecture renouvelée. Politique
et Sociétés. 2013;32(1):3-19.

Madagascar case study interviewee #21. Madagascar
case study report: Etude de cas sur les mécanismes
d’engagement de la communauté. Unpublished
work. French.

Portugal case study interviewee #1. The Portuguese
Health Council Case Study - A mechanism for Civil
Society Organization’s engagement in national
health planning and policy-making in Portugal.
Unpublished work. Portuguese.

Colectivo Meta (COMETA. ‘Case study on civil
society involvement in policy processes in Mexico’
dataset. In: Colectivo Meta (COMETA), editor. Year
of data collection: 2019. Spanish.

Chapter 4 - Capacities for

44 Zongo S. Burkina Faso case study report: Len-
gagement de la société civile dans le processus
d'élaboration et de mise en ceuvre de la stratégie
nationale de financement de la santé en faveur
de la Couverture Sanitaire Universelle au Burkina
Faso. Unpublished work. French.

45 Rajan D, Hadi Ayazi M, Moradi-Lakeh M, Rosami-
Gooran N, Rahbari M, Damari B, et al. Chapter 4:
Public voice and participatory governance in the
health sector: status quo and way forward. In: Hsu
J,Majdzadeh R, Harirchi |, Soucat A, editors. Health
System Transformation in the Islamic Republic
of Iran: an assessment of key health financing
and governance issues. Geneva: World Health
Organization (WHOJ; 2020.

46 Burkina Faso case study interviewee #3. Burkina
Faso case study report: L'engagement de la société
civile dans le processus d'élaboration et de mise
en ceuvre de la stratégie nationale de financement
de la santé en faveur de la Couverture Sanitaire
Universelle au Burkina Faso. Unpublished work.
French

47 Butler JRA, Wise RM, Skewes TD, Bohensky EL,
Peterson N, Suadnya W, et al. Integrating top-down
and bottom-up adaptation planning to build adaptive
capacity: a structured learning approach. Coastal
Management. 2015;43(4):346-64.

48 Rohrer K, Rajan D. Population consultation on
needs and expectations. In: Schmets G, Rajan D,
Kadandale S, editors. Strategizing National Health
in the 21st Century: a Handbook. Geneva: World
Health Organization (WHOJ; 2016.

4

o

World Health Organization (WHO), SciencesPo.
La démocratie santé en France. Unpublished
work. French.

50 World Health Organization (WHO). ‘The triangle
that moves the mountain: nine years of Thailand’s
National Health Assembly (2008-2016)" dataset. In:
World Health Organization (WHO), editor. Year of
data collection: 2017.

5

Alves |. The Portuguese Health Council Case
Study - A mechanism for Civil Society Organiza-
tions” engagement in national health planning and
policy-making in Portugal. Unpublished work.

52 Burkina Faso case study interviewee #14. Burkina
Faso case study report: Lengagement de la société
civile dans le processus d'élaboration et de mise
en ceuvre de la stratégie nationale de financement
de la santé en faveur de la Couverture Sanitaire
Universelle au Burkina Faso. Unpublished work.
French.

5

«

World Health Organization (WHO). ‘Burkina Faso
case study report: L'engagement de la société
civile dans le processus d'élaboration et de mise
en ceuvre de la stratégie nationale de financement
de la santé en faveur de la Couverture Sanitaire
Universelle au Burkina Faso’ dataset. In: World
Health Organization (WHO), editor. Year of data
collection: 2019. French.

54 Mexico case study interviewee #5. Case study on
civil society involvement in policy processes in

Mexico. Unpublished work. Spanish.

5

o

DeCorby-Watson K, Mensah G, Bergeron K, Abdi
S, Rempel B, Manson H. Effectiveness of capacity
building interventions relevant to public health
practice: a systematic review. BMC Public Health.
2018;18(1):684.

5

o

Miles S, Renedo A, Marston C. ‘Slow co-production’
for deeper patient involvement in health care. The
Journal of Health Design. 2018;3(1).

5

]

Simmons A, Reynolds RC, Swinburn B. Defining
community capacity building: is it possible? Preven-
tive Medicine. 2011;52(3-4):193-9.

5

Bascolo EP, Yavich N, Denis J-L. Analysis of the
enablers of capacities to produce primary health
care-based reforms in Latin America: a multiple
case study. Family Practice. 2016;33(3):207-18.

59 Thurston WE, MacKean G, Vollman A, Casebeer
A, Weber M, Maloff B, et al. Public participation in
regional health policy: a theoretical framework.
Health Policy. 2005;73(3):237-52.

60 Mexico case study interviewee #2. Case study on
civil society involvement in policy processes in
Mexico. Unpublished work. Spanish.

ful government with the population, communities, and civil society

145






Chapter 5

From population engagement
to decision-making

DHEEPA RAJAN

Handbook on Social Participation
for Universal Health Coverage



5.1 Introduction

One goal of social participation in health is
to influence health policy-making; this is the
focus of this handbook and thus the princi-
pal entry point for the question this chapter
attempts to answer: how, and by whom, are
decisions taken once participatory processes
(public consultations, population engagement
mechanisms, deliberative processes] have
taken place? How far do results and insights
from participatory processes in health trans-
late into policy decisions? What are the issues
governments should think through to increase
uptake into decision-making?

This is not to say that other social participa-
tion objectives besides policy influence are
not relevant nor desired. As discussed in
this chapter, the end point of a participatory
process is subject to different perspectives
and depends very much on the expected result
of a participatory space. Yet here we focus on
the goal of policy uptake, given that the hand-
book target audience is the policy-maker, and
the organizer of participatory spaces is thus
assumed to be connected to government and
a public sector objective.

Since this handbook examines social partici-
pation as a vital element of policy- and deci-
sion-making, we take a closer look at a styl-
ized health sector decision-making process to
understand where social participation fits in.
Figure 1 shows the "3Ds’, i.e. Data, Dialogue,
and Decisions (1], a schematic first published
to explain how decisions should ideally be
taken within a national health planning process
(2]. The smallest ball, ‘data’, is essentially
about the evidence which needs to be gener-
ated and analyzed as a basis for decision-mak-
ing. This evidence generation element should
include not only research-based, more clas-
sical scientific evidence, but also experiential,

implementation evidence, i.e. quantitative and
qualitative studies and other, varied forms of
documentation (case studies, reports, etc.) (3].
The next component is ‘dialogue’, where the
available information and evidence is taken
into consideration by a wide range of people
and stakeholders and debated from different
perspectives, experiences, and angles. The
final component, ‘decision’ is when the data
and dialogue pieces feed into decisions and
policies. These three procedural elements
need not happen in any particular order and
they may, in reality, happen in parallel.

In this chapter, we zoom in on the ‘dialogue’el-
ement, particularly for purposes of policy- and
decision-making, i.e. we address the link
between the last 2Ds, ‘dialogue’ and ‘decision’.

Figure 1: 3D approach: data, dialogue, decisions.
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Clearly defined legal mandate
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DIALOGUE

Social participation mechanisms
Participatory spaces

DATA
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services priorities
Burden
Cost-effectiveness
Budget impact

Financial Risk Protection
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5.2 Objectives of the chapter

This chapter aims to provoke the policy-/deci-
sion-maker reader to reflect on the central
issues linked to ensuring that results ema-
nating from a participatory process in health
leads to real policy decisions.

The next section lays out the key concepts,
which is followed by an in-depth look at the
central issues for policy-makers to think
through. Practical country illustrations help
drive home key messages. We then draw
attention to two critical cross-cutting topics
for a policy-maker which have practical

implications when managing a participatory
process: the process format & design as well
as the necessary capacities needed by stake-
holders to ensure decision-maker uptake. Dos
and don’ts and practical tables are scattered
throughout the chapter.
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5.3 Population engagement & decision-making:

conceptual clarification

The “deliberation-to-policy gap”,
or the disconnect between a
participatory process and decisions

The currently available literature reports
heavily on the process of participatory gov-
ernance mechanisms; what happens once
the process is over, and how the input is used
and analysed is unclear (4-8). However, the
process itself, that is, its format and design,
may be partly responsible for the extent
to which process results are taken up for
decision-making, as explored further in this
chapter.

Box 5.1

The origins of the term
‘deliberation-to-policy gap’

The term deliberation-to-policy gap originated within the
area of biomedicine and biotechnology; it was used by
Doherty and Hawkins (22] to describe a lack of practical
translation of participatory deliberation results into
human tissue biobank policy-making. The researchers
analyzed a 2009 public deliberation exercise on the use of
a biolibrary (a network of biobanks) in Canada. Bringing
in population voice into the biolibrary’s activities was
seen as a means to address the ethical concerns of
biobank use. Doherty and Hawkins’ analyses concluded
that despite multiple public engagements, the practical
translation of participatory input into biotechnology
policies remained limited. They emphasize that “the
link from public engagement to policy relevance is not
automatic” (22).

The authors posit that the lack of policy uptake despite
numerous debates within participatory spaces goes
back to the lack of clear objective and output definition
for the participatory space, underlining policy-makers’
struggle with the ‘how’ of participation.

What is clear from the literature, however, is
that a “deliberation-to-policy gap’ exists [see
Box 5.1 (9, 10], and that the link between par-
ticipation input and decision-making cannot
be assumed (4). Unfortunately, little guidance
and documentation is available on the subject
(11], which may be a reflection of the fact that
the step of incorporating participation results
into policy is fairly intransparent. Indeed, the
impact on policy is often described as the
most contentious issue of deliberation (12].

Molster et al. (9) also employ the term deliberation-
to-policy gap to describe the practical and theoretical
shortcomings of a 2008 West Australia citizens’ forum
set up to formulate biobank use recommendations.
They too lament the limited policy uptake of the
forum’s recommendations and link it to the ambiguous
framing of the participatory space.

In 2014, Lander et al. conducted a systematic review
of “public involvement activities” (described as
activities related to information & communication as
well as consultation, participation and deliberation)
in biomedical research and innovation initiated by
academic institutions (23). They came to a similar
conclusion, stating that the deliberation-to-policy
gap is particularly acute for academia’s public
involvement activities, leading to little policy uptake
(but numerous journal publications).
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This deliberation-to-policy gap is further
exemplified by the lack of formal links
between many participatory mechanisms and
an accountable enforcing authority [13-15)
[see Section 5.4). Sometimes the formal links
are with a decision-maker but not the one
directly responsible for the topic of delibera-
tion. For example, the results of a 2008 Israeli
Health Parliament experiment led to concrete
recommendations by the Ministry of Health
(MoH) -- but the Ministry was not the govern-
ment body with a mandate to make decisions
on the topic of deliberation. In the end, the
government institution which was linked to the
deliberation topic ignored the Health Parlia-
ment’s recommendations, making the Health
Parliament experiment a one-off exercise [10].

From local-level community mobilization
efforts in Madagascar, the Islamic Republic
of Iran, and India to sophisticated, institution-
alized population engagement mechanisms
like Thailand’s National Health Assembly or
Tunisia’s Societal Dialogue for Health, we
note policy follow-up challenges (16-20]. In
essence, ensuring uptake of participatory
process input into policies seems to require
an additional concerted effort and collective
reflection on how to ensure it.

Interestingly, there seems to be a disconnect
between the perception of how far public input
influences policies and the reality of its influ-
ence. A review of UK National Health Service
patient and public involvement initiatives
revealed the lucid perception of all stake-
holders that patients and the public influence
policy greatly; however, no documented infor-
mation could corroborate how this was actu-
ally the case (21].

Translation into policy is not
always the priority in participatory
governance processes

This chapter is focused on how to ensure more
participation-based results uptake into pol-
icies; however, it is important to understand
that this is not always the principle objec-
tive of every participatory process in health.
Indeed, many authors advance a value-driven
argument that participation is a value in and
of itself, an intrinsic goal. A strong principle
filters through both the literature and case
studies that people who are affected by a
certain policy should have their say to lend
process legitimacy, and empower citizens
along the way (7, 14, 24, 25]. The emphasis
here is on the process itself and empower-
ment, whether or not people’s input is subse-
quently directly linked to policy.

People themselves seem to share this view
at times as evinced by the Israeli Health
Parliament participants who were emphatic
that they did not need a guarantee of policy
influence but felt that the process was most
important (12]. A Dutch study observed that
patient associations’ involvement in clinical
practice guideline development did not neces-
sarily modify nor improve the guidelines but
that that may not be the point [7]. Degeling et
al. even advance the argument that, as long
as the participatory governance mechanism
is squarely embedded in a larger political
process, then “exerting influence on policy is not
really [the] issue... but rather [it is] recognising
the value, role and limitations of the evidence
produced [by the participatory process]” (26). If
policy uptake is not the principal objective of
participatory processes in the health sector,
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then the pertinent question to be asked is:
what is?

There seems to be little consensus on the
answer, as evinced by a plethora of public
participation effectiveness studies which use
differing assessment end points . The
‘effectiveness’ of participation is defined very
differently across the social science com-
munity, and often linked to process-related
outputs rather than policy decisions . The
confusion around the end point for participa-
tory processes is partly linked to the ambiguity
of objective and lack of rationale which plague
such undertakings

. In addition, concepts and indicators to
examine participation outcomes are not well
developed nor specified, besides being used
inconsistently. Clearly, different perspectives
mean different end points for participation,
and which stakeholder is defining the end
point makes all the difference.

From the perspective of the policy-maker
stakeholder, we contend that policy uptake is
not necessarily the priority nor goal of every
single step of the participatory process, but
can indeed be an objective of public participa-
tion in general. This reflection assumes that
participation is, indeed, a process with several
steps and events, each using different meth-
odologies adjusted to different event-related
objectives which may or may not be policy
change. Indeed, public consultation in ‘multi-
ple stages’ can be seen as a solution to various
problems faced when policy translation is
premature and the pressure is high to show
participation effectiveness. Such problems
include detracting from the expression of
non-mainstream views and offering solutions
without sufficient dialogue and trust

© UN Photo / Fardin Waezi
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5.4 Policy uptake of participatory space results:

key issues to reflect on

This section highlights the principal factors
which seem to tip the balance towards more
rather than less participation uptake into
decisions.

A culture of participation increases
the likelihood of public participation
input translating into policy

It may be unsurprising that an institutional
culture which views participation as necessary
and mutually beneficial takes participatory
input more seriously during decision-making
(26, 28, 30, 31). An institutional culture which
embraces innovation is more open to the
change which comes about when listening to
others and taking their views into account (9].
In some countries, the tendency and outlook
of the government in place has a significant
influence on how far interaction is fostered
with the population, either through institu-
tionalized mechanisms or otherwise (20]. In
addition, support from senior management
is also key to making concrete policy changes
based on participatory process inputs, and is
a reflection of the organizational culture (32).

Such a culture does not happen overnight and
is cultivated by increased exposure to partici-
patory processes. Attitudes seem to change to
become more favourable to participation-based
decisions with more interaction between differ-
ent stakeholders, albeit slowly and over time
(25, 33, 34). An attitude shift does not neces-
sarily happen at the beginning, and can even
be antithetical at first (15, 17). However, with
multiple opportunities to interact, exchange,
agree and disagree, an understanding of other
viewpoints and mutual respect is developed

Box 5.2

How can a culture of participation

be fostered?

It can be fostered through:

> increased exposure for all stakeholders to
participatory processes;
> regularity in participatory exchanges;

> a combination of methodologies with the aim of

hearing varied viewpoints;
> long-term commitment to participation;

> long-term relationships between stakeholders;

> a format & design which encourages

stakeholders to understand the collective interest

perspective;

> transparency of deliberations, with feedback

provided, and/or minutes of meetings made available.

(15, 16, 35]). This points to a need for a long-
term commitment to participation and partic-
ipatory processes for health decision-making.

Long-term relationships can foster a culture
of participation built on trust and also act as
a factor of policy- and decision-making influ-
ence. Participants who are exposed to each
other more regularly are more able to forge a
shared identity which enables individual inter-
ests and a collective perspective to co-exist
while crafting solutions (5]. Long-term rela-
tionship-building is encouraged by a serial and
regular schedule of participatory events as
well as by combining participation techniques
with different target groups so that people
have the opportunity to hear varied viewpoints.
For example, a review of several citizen juries’
policy influence found that the jury time period
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of one-two days is much too short to enable
constructive dialogue and long-term relation-
ships which enable decision-making (14]. We
explore format & design of participatory pro-
cesses in more detail in section 5.

Political will and decision-maker
commitment increase the integration
of public voice into policies

Policy-maker will and commitment can be
make-or-break factors in policy uptake of par-
ticipation-based input. In the Islamic Republic
of Iran, civic space was clearly opened up by
more liberal governments (34) and ultimately
led to the Health Transformation Plan which
gives participation a central place in the coun-
try’s health reform process (20, 37). In Thai-
land, high-level political support for the reform
movement from which the National Health
Assembly (NHA) was borne paved the way to
today’s culture of participation in its health
sector. Even within the current NHA process,
stakeholders with different institutional iden-
tities reported that NHA resolution implemen-
tation depended heavily on the political will of
those who had the power to implement (38].
Pagatpatan et al. (2018) sum it up clearly:

“Success of public participation
initiatives relies heavily on...
political leaders’ commitment
and authority. As such, building
genuine political commitment is
so important in achieving... public
influence on policy decisions.”

Pagatpatan et al. (5)

The same message is echoed in an experience
from Australia recounting a particularly com-
mitted Minister who championed the use of
deliberative techniques for decision-making.
Not surprisingly, she adopted a large major-
ity of the recommendations that came out of
those participatory processes while at the
same time pointing out that those decisions
ultimately came under her responsibility (39].

This anecdote exemplifies that, in practice,
political will and commitment are closely
intertwined with decision-maker authority
and capacity. In addition, the degree to which
the decision-maker is willing to endorse
and legitimize the participatory process, and
thereby take responsibility for its results, has
a profound impact on whether policies are
inclusive of those results. We break down
these three aspects further below.

(a) Decision-maker authority: the need for
support from both high political levels and
mid-level cadres

Many of the studies reviewed described par-
ticipatory processes initiated by research
institutions or civil society with government
officials invited into the process at different
stages, sometimes early on in the planning
stage, and sometimes later down the line.
Even where there was general support from
the policy-maker(s) in question, the processes
were not directly under the decision-mak-
er's authority, making it more difficult and
less likely that results were used for policy
purposes.
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That being said, the simple fact of government
initiation of a participatory process for a policy
question does not guarantee policy uptake.
The level of government authority seems to
play a critical role, both in terms of high-level
government commitment as well as owner-
ship by decision-makers within Ministries and
government institutions who hold budgets and
influence policy content (often Director-level
administrators, mid-level government cadres
and/or career civil servants (40]). For example,
in Thailand, the Prime Minister (or his/her
Deputy] is the chairperson of the National
Health Commission, the governing body for
the National Health Assembly (NHA] which
brings together Thai citizens of all walks of
society to discuss health-related issues (41].
However, department directors and budget
holders from the MoH are less present in the
NHA process, signalling a certain scepticism
regarding the NHA's utility value, and con-
tributing to a mediocre level of NHA resolu-
tion implementation (15). The need for high
political levels (Prime Minister of Thailand) to
support participatory governance platforms is
evident but the actual practical decision-mak-
ers need to be on board as well. This point is
also underlined in Tunisia’s Societal Dialogue
for Health which is also plagued with the
challenge of policy uptake despite Ministerial
and Prime Ministerial commitment due to
scepticism within Ministry ranks (17]. Papers
examining the British National Institute for
Clinical Excellence (NICE)'s inclusion of
patient and public voices in decision-making
demonstrate that both NICE leadership as
well as its rank-and-file managers were given
the mandate and necessary training to apply
population engagement mechanisms into

Box 5.3

Political will &
policy uptake of participation

> High-level support is needed as well as mid-
level Ministerial hierarchy, i.e. those who hold
budgets and lead policy development.

> Participatory processes need to be linked to
the specific government entity who has decision-
making authority on the topic under consultation.

> High-level policy-makers may be more willing
to endorse participation-based input if they are
perceived as being representative of people and/

or population groups.

their work, thereby successfully integrating
people’s input into their policies and decisions
(6, 42-45).

Anotherissue alluded to with the Israeli Health
Parliament example previously is the need to
link the participatory process to the correct
decision-making entity who has jurisdiction
over the topic at hand and has the authority
to act on the results (46). A case in point is
expressed by a Portuguese Member of Parlia-
ment with regards to reports from their Health
Council [see Box 5.4): “We try...to do something
about some of the recommendations. Some
of them... do not fall within the competence of
the Parliament. The Parliament legislates and
supervises. Some of the recommendations... are
more within the purview of those who halve] the
capacity or the power to execute, and therefore
they [should be] addressed to the government”
(47).
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Box 5.4

National Health Council, Portugal, established
in 2017: high hopes for policy influence

The Portuguese Basic Health Law mandated
the National Health Council as an independ-
ent government advisory body (48, 49) to
“ensure citizens’ participation in the [formu-
lation] of health policies and [to] promote a
culture of transparency and accountability to
society” (50).

The Council consists of 30 members with
equal voting rights. Members include pro-
fessional associations, regional government
representatives, universities, and six seats
reserved for civil society organizations.

The Council aims to influence health pol-
icies by bringing the voices of its diverse
members together into one institution and
by issuing publicly accessible statements
and recommendations on topics formulated
on its own initiative or by government or par-
liament request. One of its main tasks is to
put together an annual report on the state of
health in Portugal which is presented to the
Minister of Health and the Parliament (51).

The Council’s aim of capturing citizen voice
is thus manifested through the fixed civil
society seats. The Council deliberates
through periodic plenary meetings which all
members attend or through working groups
(so-called specialized commissions) called
on specific subjects.

The Council is currently in its infancy, and
many stakeholders have expressed high
hopes for the Council’s influence on health
policy. Many also underlined its growing
visibility in Portuguese society and hope that
it will increase the impact of its recommen-
dations on decision-making through bot-
tom-up support. It is seen by members and
the public as a valuable mechanism to insti-
tutionalize social participation in health and
to increase decision-makers’ understanding
of its importance for policy-making (51).
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(b) Decision-maker capacity: a specific skill
set is needed to link participatory results
to policies

Please refer to the cross-cutting section
‘Capacity aspects to consider which are per-
tinent for decision-making influence’ further
below.

(c) Decision-maker commitment to endorse
and legitimize the participatory process

In essence, government commitment to
endorse a process is about taking responsi-
bility for both the process and its results (5].
This commitment is often heavily determined
by the soundness of the participatory process,
its format and design. We reflect further on
the latter two elements in the cross-cutting
section of this chapter: 'Format and design
of participatory process which can increase
uptake of results by policy-makers” below.

In addition, in many settings, the overall polit-
ical will can influence the commitment levels
of the individual decision-maker to make the
added effort to endorse a participatory process
and its results. In the Islamic Republic of Iran,
stakeholders from government, civil society,
and academia all acknowledged that when the
highest levels of government were advocating
for more social participation, more attention
was paid to participatory input and use (20).
This likely had to do with like-minded offi-
cials being appointed to middle management
government posts and government entities
working more regularly with community
volunteers as their modus operandi, thereby
confronted more often with the added value of
experiential evidence to their policy work (20].

Governance vs. service delivery
approach to participation: it matters
for policy uptake

One can distinguish between two different
approaches of decision-makers to participa-
tion and participatory processes in health: one
which has the primary objective of improving
health service delivery, increasing health
facility utilization rates, and augmenting
service quality; and one which has the prin-
cipal purpose of ensuring good governance
of the health sector, which focuses more
on listening and capturing people’s voice
to establish an accountable and responsive
health system. Naturally, the two approaches
overlap in practice as much of the population’s
voice which will be captured pertaining to
health will be closely linked to health service
availability and quality (largely service deliv-
ery matters). Nevertheless, the mindset with
which participatory processes are organized
by governments seems to make a tangible dif-
ference with regards to how far people’s voice
are taken up in health policies. The ‘service
delivery” approach tends to be more focused
on bringing information to communities and
people and incentivizing and convincing them
to use curative and preventive health services.
A quintessential example would be a vaccina-
tion campaign whose aim is primarily to work
with communities to ensure high immuniza-
tion coverage. Once the campaign is finished,
and vaccine coverage levels are up, the objec-
tives for collaboration with communities have
been reached (until the next one starts again).
Information tends to flow one-way from
decision-makers to communities. The ‘gov-
ernance’ approach on the other hand has the
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explicit interest of having a two-way flow of
communication, with the flow from people to
health authorities being of particular interest.

For example, in a recent study of the “com-
munitization” pillar of the National Rural
Health Mission (NRHM] in India [see Box 5.5],
it was clear that many of the stakeholders
involved in implementing the Mission pro-
grammes approached their interaction with
communities with service delivery targets and
programme implementation in mind. As one
former Indian government official described
it, the aims of social participation in the NRHM
“would be raising awareness, getting access,
ensuring that the services are being delivered
the way they should be” (52]. This sentiment

was common among key informants of the
study. One of them defined the community as
those “who access health services and public
health facilities” (53]. This definition is com-
pelling as it highlights the perceived role of
the community under NRHM as beneficiaries
of services rather than those whose health
rights must be fulfilled and needs met (19, 54).
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Box 5.5

The governance vs service delivery approach:
National Rural Health Mission’s (NRHM)
communitization pillar, India

NRHM design

The National Rural Health Mission (NRHM)
was introduced in 2005 to improve access to
quality health care for the rural population,
with a focus on the most vulnerable (it has
since been blended in with the current National
Health Mission). One of the key components of
the NRHM framework was ‘communitization’.
This community engagement pillar created
interlinked participation platforms, forums,
systems and structures across national, state
and local levels (19].

A national level advisory group (Advisory Group
on Community Action) was set up to design and
support community-based planning and mon-
itoring through existing government and com-
munity structures. At local level, Accredited
Social Health Activists (ASHAs) were created
as a community health worker cadre to be
selected by communities and link them to the
health system, and vice versa. ASHAs are the
backbone of the communitization pillar and are
conceived as the primary vehicle through which
community access to services is increased.

The NRHM communitization pillar also created
the Village Health & Sanitation Nutrition Com-
mittee (VHSNC) as a platform for village-level
planning and management. The VHSNC design
blended them with existing structures such
as the Panchayat Raj institutions, expanding
participation to ASHAs and other community
members (55). The VHSNCs were intended to
increase community autonomy with flexible,
discretionary funding, although this often
proved difficult to implement in practice (56).

Civil society organizations are given a pivotal
role in NRHM design with grants for specific

tasks, like capacity-building for local initiatives
and the provision of community services (19).

NRHM on the ground

Although the language of many of the NRHM
documents aim for increased community
agency and government accountability through
the communitization pillar, in practice much of
the newly created or strengthened platforms
and systems heavily focused on improving
service delivery utilization at the local level.
Listening to community voices with the primary
goal of understanding community context and
ensuring transparent policies (i.e. more of a
governance approach to participation, although
they are not mutually exclusive) was not neces-
sarily the main concern of local implementers
on the ground. ASHA training programmes
centred on clinical care and programme man-
agement, as one local stakeholder noted: “this
training has not been able to include areas like
patient-centred care, how to hold health facility
accountable, understanding of how to participate
in different advocacy forums and platforms” (57).

Communities were predominantly viewed by
key informants in interviews as beneficiaries
of services rather rights-holding citizens.
Communities themselves also engaged in
participatory spaces based on this very self-
understanding of their role, limiting the impact
of their input on local government accountabil-
ity (19).

Nevertheless, the NRHM's vision to amplify
community voice was widely viewed as a mile-
stone given its outreach (56). The narrative for
public health in India no longerignores the need
to incorporate the population, communities,
and civil society into health system operations.
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A case study from Madagascar examining
community mobilization efforts in the health
sector found that, in practice, the main role of
the district-level body meant to work with the
local population is mainly a technical, service
delivery-oriented one. The Committee’'s main
responsibilities as described by all study
interviewees were to raise awareness, mobi-
lize communities and detect diseases. This
technical role suggests that communication
between the community and health workers
is mainly focused on transmitting messages
from the district health centres to the com-
munity, such as the dates and locations of
the next vaccination campaign, or informa-
tion on how to access health centre services.
Two-way communication between the District
Health Committee and communities which

© Shutterstock

might deepen understanding of the communi-
ty’s perspectives did not seem to be of concern
(18].

The ‘governance’ approach was distinctly
taken in France’s recent Etats Généraux de la
Bioéthique, a large-scale public consultation
on topics of bioethical relevance. The explicit
aim of the consultation was to hear the pub-
lic's views for the sole purpose of revising the
Bioethics Law. The emphasis on listening to
the public with the objective of steering the
sector on bioethical matters underlines the
‘governance’ approach to participation in this
example (58]. Here, the consultation results
were taken up the Parliament into the 2019
Bioethics Law [see Box 5.4).
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Box 5.6

France’s 2018 Etats Généraux de la Bioéthique and

the 2019 Bioethics Law

The French term “democratie sanitaire”
(health democracy) is used to denote a
culture of participation as part of the health
decision-making process, emphasizing the
aim of ensuring people’s voice as an intrinsic
element of governance. Under this umbrella,
the National Consultative Ethics Committee
(CCNE in its French acronym) organized its
latest “états généraux de bioéthique” (EGB)
in 2018, a large-scale public engagement
effort to hear from the population, commu-
nities, and civil society on matters of bioeth-
ical concern.

Sensitive issues such as assisted pro-
creation, organ donation, and end-of-life
care were discussed. Through the use of a
broad range of tools - online consultations,
regional discussions, stakeholder hear-
ings, citizens’ jury, etc., the CCNE sought to
encourage public debate and gauge popula-
tion views. The objective of consulting the
population was clearly to listen rather than
to deliver (health) messages or increase
service coverage.

The CCNE is an advisory body embedded
within the French public health system
landscape, with 39 members, including civil
society. Its principle mandate is to ensure
input of “a broad panorama of society’s
opinions” into the revision of the Bioethics
Law every seven years. The results of the
2018 EGB exercise were presented as official
CCNE recommendations to the lower house
of the French parliament (National Assem-
bly), subjecting it to further parliamentary
debate. The final Bioethics Law, include
EGB input, passed in 2019.

The French EGB example elucidates how
many favourable factors coming together
can pave the way for participatory input
to be taken up into policy: the governance
approach to participation, i.e. the main
objective for the participatory approach
was to hear people’s views; the mandate to
influence policy rested with the participatory
space manager, i.e. the CCNE; and a clear
objective for the participatory process, i.e.
the revision of the Bioethics Law (58].
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Box 5.7

Institutionalized government-
initiated and/or -supported spaces
for participation seem to have
higher policy uptake

The concept of ‘invited vs. claimed (also
called ‘invited vs. invented’) spaces is men-
tioned in the literature, with the former being
spaces where government or those with
decision-making power are doing the inviting
(5, 59). The latter, ‘claimed spaces’, refer to
spaces created by civil society or researchers
which do not necessarily (but certainly can)
influence policy. Inherent to this concept is the
understanding that a policy link is more likely
if those who are making policies are initiating
the participatory process. Several studies
highlight the critical role of public officials
and state institutional support for the policy
success of population engagement processes
(11, 26]. Many authors point to a lack of policy-
maker initiation or support as the principal
reason behind failed policy influence (12, 44, 60.

An example of an ‘invited space’ is the Health
Council in Portugal (see box 4). It is an inde-
pendent government body advising the Min-
istry of Health. Although it has only been
in existence for two-three years and policy

Examples of government-initiated
spaces for participation

» Thailand’s National Health Assembly
» France’s Etats Généraux de la Bioéthique

» Portugal's Health Council

» |slamic Republic of Iran’s call centre based within MoH

impact is still to be evaluated, the very fact
that it is a public institution with a legal basis
means that Ministry of Health and Parliament
are obliged to consider its recommendations.
As one Portuguese stakeholder put it: “/ think
it can be effective. Because it has legitimacy and
legitimacy is very important” (61).

In the Islamic Republic of Iran, a unit within the
Ministry of Health dedicated to NGO collabo-
ration was created as part of the 2014 Health
Transformation Plan. This unit can be seen as
an ‘invited space’ where NGO input is actively
sought after on specific topics by dedicated gov-
ernment staff to feed into health policy. Stake-
holder interview data from a recent evaluation of
participatory structures in the Islamic Republic
of Iran demonstrated that the exchanges which
happen in this space do indeed feed into gov-
ernment decision-making (20].

Another ‘invited space’ in the Islamic Republic
of Iran is a call centre operated by the Minis-
try of Health where citizens can call in to give
feedback on their health system experience
and issues of concern. A specific follow-up
committee at provincial level ensures that
every valid issue is addressed and referred to a
responsible entity for follow-up. The call centre
data is systematically collected and analysed to
feed into the MoH's day-to-day policy work (20).

That being said, ‘claimed” spaces created
by communities and civil society are just as
critical for participatory culture and effec-
tiveness, and are complementary to invited
spaces. Both are needed and the two types
of spaces are not always entirely discrete,
with one sometimes influencing the other
as membership overlaps. In some contexts,
invited spaces face challenges of legitimacy in
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the eyes of communities (62]. While acknowl-
edging these limitations, and scrutinizing
specifically the issue of policy uptake, the
documented experience to date demonstrates
that ‘claimed’ spaces end up taking a bumpier
road to decision-making (17, 63, 64].

Legal frameworks can support
public participation input taken up
for health decision-making

In Thailand, the National Health Act 2007
“ensconced the idea of participatory national
governance into the health landscape” (15)
through the establishment of participation
as a principle of health policy-making, be it
through the National Health Assembly, public
hearings, or seats for civil society and com-
munity groups on various health institution
boards. Despite policy uptake challenges in
some areas, it is generally acknowledged that
health policies in Thailand have a fair share of
public input represented in them. Some argue
that a political mandate for public involvement
in decision-making should be a pre-requisite
for participatory processes, implying enforce-
able laws that help nudge policy-makers to
engage with the population, communities,
and civil society and use that input actively for
decision-making (5).

Taking a peek outside the health sector, a
review of participatory processes in the United
States Forest Service recommends exist-
ing legislative frameworks to be modified to
facilitate and incentivize collaboration and
participation for decision-making (24). The
legislation which existed provided a mandate
for public participation and opened doors for
participatory processes to happen in the first

place. One could also argue in the U.S. case
that a legal framework helped build up an insti-
tutional culture where participation is valued,
thus creating fertile ground to go to the next
level of the Forest Service “[recently taking] the
lead... in changing its management philosophy to
be more holistic and inclusive” (6, 24, 35).

In France, legal frameworks specify the guide-
lines for civil society organizations to get
accredited and take part in hospital and local
regional government policy-making bodies [for
caveats and issues to think through with regards
to legal frameworks, see Chapter 6). These
frameworks were seen by French civil society
stakeholders as crucial for transparency and
policy-maker trust in accredited associations
(65]. In Tunisia, attempts to institutionalize
meaningful population engagement in health
sector decision-making is making headway
but an increasingly loud chorus of stakeholder
groups feel that the Societal Dialogue for Health
now needs a legal framework (66].

Box 5.8

Legal frameworks and decision-
making: key messages
> Legal frameworks can help nudge more

participation-based input into decisions.
> Legal frameworks can help assure regularity

of structured stakeholder exchanges - this is key
for fostering a culture of participation which gives
people the necessary exposure to each other to
find common solutions -- which influences policy
uptake.

> Legal framework can help give weaker
stakeholders a more solid mandate to feed into
policies.

o
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As underlined by chapter é dedicated to legal
frameworks, they by no means guarantee
decision-maker uptake of participatory input,
nor are they needed as a pre-requisite for
active participation in the health sector. In
Thailand, civil society and community groups
thrived locally before the National Health Act
was passed, and indeed, their advocacy based
on years of participation experience was one
of the main reasons why it did pass in the first
place.

Decision-making transparency and
feedback facilitate policy uptake

A recent qualitative synthesis noted that one of
the mechanisms of political commitment which
makes public participation more effective is
the ‘feedback loop’ between policy-makers and
participants of a deliberation exercise (5. This
feedback loop serves to inform the public as
to how their input was used (or not) internally
by the organization leading on the deliberation
exercise. An example is the You Said, We Did
communication method in the UK’'s National
Health Service which encouraged local health
districts to provide feedback to its catchment
area population on how its inputs, complaints,
and suggestions were acted upon (67). For
example, many districts published on their
website both the actual feedback received and
the accompanying decision and action taken
(68-71]. The act of transparent feedback meant
that public input could not be ignored one way
or the other.

The feedback loop is thus seen as critical for
transparency and accountability of the process
by several authors (31, 72, 73). There appears
to be a correlation between policy-makers and
public institutions who are committed to trans-
parency as a principle and the care taken to use
input from the public into policies and guide-
lines (13, 28, 29]. In the Islamic Republic of
Iran, for example, the Ministry of Health under
a government supportive of social participation
revamped an existing call centre set-up within
Ministry premises for feedback and complaints
from the public. The call centre, which had
not been accorded high priority before, sub-
sequently became highly functional with new
investment in the call centre staff and training,
and a process in place to evaluate complaints,
refer them to the responsible body, and/or
act on them within the Ministry’s remit. Call
centre data is analyzed regularly with a special
committee in place at provincial level to act on
more systemic bottlenecks. For example, the
initial bulk of public feedback was related to
informal payments made to health providers;
this continued even after health insurance
reimbursement rates were revised as part
of the Health Transformation Plan (HTP] to
secure adequate health provider income. Call
centre information was a basis for further dis-
cussions between the government and health
providers to ensure that HTP reforms were
complied with. The deluge of phone calls, and
the commitment to respond back to complaints
deemed as valid, seems to have pushed the
Iranian government to prioritize the informal
payment issue and enforce recent reforms vis
a vis the professional medical community (20].
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The policy and decision link is easier
if it aligns with decision-makers’
views

It is probably not surprising that participatory
process results which are in line with policy-
maker views find their way into policies much
more easily. An Australian study examining a
citizen consultation on biobanking concluded
that policy translation happened effortlessly
partly because the deliberated citizen rec-
ommendations were largely similar to both
draft guidelines and to the views of other local
stakeholders (9).

In Mexico, a representative of a government
health institution underlined the facility with
which civil society and government could col-
laborate when they see eye to eye: “there are
organizations... that are interested in the welfare
of the population and seek the same goal that
we do. We like to work with these organizations
because we can join efforts to achieve a common
goal” [63).

However, care must be taken in such situations
to avoid the participatory process being per-
ceived as simply a rubber stamp for pre-con-
ceived decisions (73]. We elaborate further on
this in the next section.

A tokenistic approach does not lead
to public input influencing policy
(and is risky)

Those who come with experiential knowledge
to a consultation process are often in a depend-
ent position vis a vis professional-experts, with
an inherent risk of instrumentalization of the
former [see Chapter 3]. One study from the
Netherlands showed the low uptake of patient
organizations” input into clinical guidelines; the
authors lament the lower value given to expe-
riential knowledge and the subsequent misuse
of patients’ presence on decision-making com-
mittees to ‘tick the box" of ‘consultation’ (7).
Other studies have observed the instrumental-
ization of patient and population input to legit-
imize decisions which would have been made
anyway (13, 35]. Obviously, tokenism does not
allow for real public input into policy decisions.

The risks, however, are huge. Participatory
governance mechanisms rely heavily on trust
between the stakeholders involved as well as
trust in the process. Barratt et al. describe a
failed participatory process in a local English
community where mistrust led to frustration on
all sides, and the community feeling ‘dismissed’
in their views. As the authors highlight in con-
clusion, “trust is difficult to create and easy
to lose; once lost, it is difficult to regain” [74].
A genuine approach without pre-determined
decisions is clearly best practice, without which
subsequent engagement processes would be
onerous, burdened by a trust deficit (75).
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In Portugal, Health Council recommendations
to date have been based on a fairly easily-won
consensus. However, the one time a controver-
sial topic was debated, civil society actors found
themselves with a minority view with their six
votes out of 30; the majority view went forward
in the end. Discontent was expressed by a few
stakeholders at being part of a decision which
they did not necessarily agree with, which they
had no chance at influencing due to their small
vote numbers, but which was released as a
recommendation ‘endorsed’ by civil society
(49]. Itis early days for the Health Council as an
institution but a risk definitely exists in general
for governments to be perceived as abusing
such participatory platforms to rubber stamp
government will (74). An additional effort is
therefore needed to ensure that the design and
format of a participatory mechanism allows for
meaningful population, community, and civil
society input which has the chance of a more
equal voice at the decision-making table.
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Why is a tokenistic approach
detrimental to participation?

“Trust is difficult to create and
easy to lose; once lost, it is difficult
to regain.”

Barratt et al. (74)
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5.5 Format and design of participatory spaces:
increasing results uptake by policy-makers

Format and design of the
participatory process should match
context and policy-related needs

The format and design of a participatory
process is crucial for increasing the likelihood
of policy uptake. Format and design aspects
which emerge from the literature and primary
data analysis as most relevant for policy uptake
are (5, 15, 18, 21, 39, 73, 77):

(a) the representativeness (including the per-
ception of representativeness) of the partici-
pants (see Chapter 3J;

(b) the availability of expertise and information
to form informed views to complement indi-
vidual interest;

(c) framing linked to policy;

(d) regularity of exchanges (regular meetings);

(e) format favours civil society/population sub-
group alliance-building.

Each participatory process design aspect is
elaborated upon further below:

(a) Representation

Much of the mistrust, scepticism and crit-
icism of participatory processes lies in the
(perceived) lack of participant representative-
ness. As described in more detail in chapter 3,
representativeness is essentially about (per-
ceived) legitimacy which can be derived from

representation of a particular group, experi-
ence, oridea (7, 9, 39, 78, 79). Representative
legitimacy can be gained from the community
itself, through the participation selection
process, or developed during the participatory
process through intelligent process format
and design.

In Tunisia, a common belief expressed by
stakeholders was that the Societal Dialogue
consultations needed to be seen as represent-
ative of the people in order for policy-makers
to use the results and take better decisions
(17). A balanced and transparent selection
process supporting participants’ ability to take
on a legitimate representational role - be it of a
community, experience, or idea - is an impor-
tant factor linked to policy uptake (78, 80).

Policy-makers should be aware of the multi-
ple publics and groups within society and find
ways to ensure inclusion of hard-to-reach
groups who are usually not represented
through the usual representatives (5). Strate-
gies are needed to balance out constituencies
such as lobby groups who can dominate civic
space and crowd out other voices (39). Man-
aging a participatory space where participant
selection criteria and the process format are
transparent and collectively reflected on goes
alongway in facilitating policy-maker commit-
ment to population engagement mechanisms.
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Box 5.9

An extra effort is needed to reach out to vulnerable
groups: an example from Tunisia

During Phase 1 (2012-2014) of Tunisia’s
Societal Dialogue for Health initiative just
after the Arab Spring Revolution, the focus
of activities was on capturing the breadth
and depth of people’s views and expecta-
tions for their health system. This was seen
as a critical step in the path towards health
sector reform. Many different participatory
spaces were used, such as citizen juries,
open-mic sessions, regional citizen meet-
ings, etc. However, it was increasingly clear
that the participant profiles of those ses-
sions were predominantly male, with certain
population groups either not attending at all
or not speaking up if present.

The Societal Dialogue for Health Steering
Committee thus decided to undertake a
series of focus groups to reach out to vul-
nerable populations and those whose voices
were not being heard. They were organized
in several governorates, each focus group
being homogenous and targeted. Examples
include: patients living in remote areas;
patients living in poor urban zones; single

mothers; families living in impoverished
regions; isolated senior citizens; families
living in polluted industrial areas. Focus
groups were often held in or near the com-
munities themselves; the fruits of those
efforts led to solid turnout, enabling an
in-depth understanding of real challenges
for some communities in interfacing with the
health system.

The Societal Dialogue programme’s out-
reach to an inclusive and broad group of
stakeholders lent it legitimacy for being the
voice of the many rather than the voice of a
few. This helped maintain the Societal Dia-
logue’s visibility with both the population and
the government, leading to it withstanding
the test of time despite multiple government
changes as well as political and economic
upheaval (17, 81].
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(b) The availability of expertise and
information to develop informed views

Making information available to participants in
a timely manner adapted to both participants’
knowledge levels and the policy objective is a
specific communication skill which many gov-
ernment institutions must strengthen - this
point is further elaborated upon in chapter 4,
section 6. In Tunisia, several citizen jury stake-
holders expressed frustration that information
material was insufficient and provided very
late on technical issues they were supposed to
pronounce an opinion on [14]. This led to some
Inter-Regional Meeting outcomes to stay very
general in the recommendations, rather that
provide the depth and nuance which may be
needed to translate them into policies (82-84].

In terms of expertise, the perception of neu-
trality in the evidence provided is crucial to
ensuring buy-in from all sides. This entails
allowing data and information analysed by a
wide spectrum of experts and institutions to
be presented to participants. Expertise at the
disposal of participants when needed is seen
as crucial to procedural soundness as is infor-
mation provided at the right level of complexity
(26, 81]. All of this pre-supposes immense
investment in preparing an unpartisan partici-
patory process which brings with it the advan-
tages of higher decision-maker commitment
to using the results for policy.

Making expertise available at the right time
by the right people and the right place is more
easily said than done. Experts need to be
briefed beforehand that their role is a support-
ive one to enable population and civil society to
make informed choices; this is quite different
from the role they have otherwise in partic-
ipatory events to represent their expert or

professional group. Indeed, French stakehold-
ers repeatedly mentioned that health sector
experts, notably health worker groups, are
more involved in directly influencing decisions
rather than explaining evidence for citizens and
communities to question and draw information
from (65].

(c) Framing linked to policy

Having all of the public’s points of view repre-
sented and given a fair hearing is also about the
framing of the deliberation and what it is sup-
posed to culminate in. A framing linked clearly
and specifically to a policy or policy question
piques policy-makers’ interest, commitment,
and willingness to endorse results. The right
public and the right policy question’ is pivotal
in securing and sustaining policy-maker focus
(26) as it is at the core of a well-designed
participatory process. A well-reflected and
clearly formulated policy question helps steer
the participatory space’'s format and design
to ensure representativeness, which then
boosts (perceived) legitimacy of both the par-
ticipants and the space - this then augments
policy-maker willingness to take participatory
process results more seriously.

For a more detailed discourse on the framing
of a participatory space, please see Chapters
1and 3.

(d) Regularity of exchanges

Regular meetings and/or events to exchange
and contribute to decisions allow participants
to build a relationship of trust, or at the very
least, come to an understanding of different
(opposing]) points of views. Increased stake-
holder exposure to each other makes it more
likely to find common ground which can lead
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to solutions and concrete recommendations,
thereby facilitating policy uptake.

Meetings can be used as a decision-making
space like in Mexico where some state-level
authorities interact regularly with civil society
organizations to hear how programme imple-
mentation is progressing in communities
and discuss how to jointly find solutions to
bottlenecks (63]). The opportunity to interact
regularly allows for real-time monitoring as
well as relationship-building, the latter of
which is essential for more informal contacts
as needed in between more formal meetings.
Inadvertently, more face time between deci-
sion-makers and the population, or represent-
atives of population groups, builds capacity of
both sides by testing and trying different ways
of collaborating and corresponding for deci-
sion-making which works in the local context.

The very fact of making time and space for
regular events and meetings inherently gives
priority to civil society, communities, and the
population and their voices. A health centre
director in Madagascar expressed it as such:
“We have monthly meetings. This is the time to
know the needs of the community. And it is on
the basis of these needs that the details of the
plan for improving the health status of the popu-
lation can be determined” (85).

The more regular a meeting or event
becomes, the more inclined it is to become
institutionalized. A case in point is Thailand
where the National Health Assembly began
to be held regularly when a reform movement
began in the late 1990s; eventually, the event
became institutionalized in the National
Health Act of 2007 (15].

(e) Format favours civil society/population
sub-group alliance-building

A format which obliges different groups (civil
society organizations working on similar
topics, population groups affected by the
same issue, academics researching the
same subject, etc.) to coordinate with each
other, form networks, and exchange regularly
amongst themselves seems to lead to more
feasible solutions and therefore favours deci-
sion-making. A coordinated voice with policy
positions already reflected upon is easier for
governments to engage with in terms of their
concern: feasible policy solutions. In Thailand,
a nine-year NHA evaluation found that the NHA
platform, by providing a constructive space
for civic engagement organized into constit-
uencies, forced civil society and communities
to better think through their ideas, anchor
them in evidence, and coordinate and advo-
cate more closely amongst themselves [(15].
The constituency concept brought together
different groups with a stake on the same
topic or with similar mandates, and required
them to choose a representative to send to the
NHA and have those representatives speak on
behalf of the constituency. Of course, this may
require targeted capacity-building efforts to
accompany the constituency to ensure that this
is done well. In Thailand, the National Health
Commission Office invests much staff time and
resources with outlying provinces and different
constituencies to ensure adequate capacity.

In Mexico, one of the factors of success of
a decade-long reproductive health budget
advocacy effort on the part of civil society was
the potentiation of capacities through CSO
alliance-building (63]. Many Mexican stake-
holders interviewed acknowledged that the
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fruit of the collective budget advocacy efforts
could only have been done jointly. Each organ-
ization in the alliance came with different
skills and knowledge which collectively com-
plemented each other. For example, one CSO
came with budget analysis skills and mentored
the others in this realm; another CSO had a
strong reputation for sexual and reproduc-
tive health expertise, and had experience

collaborating with central government author-
ities; other groups were firmly anchored in
their respective communities and knew what
programme implementation looked like on the
ground. Together, they were able to join forces
over a multi-year period to advocate and bring
about changes in the way budget transfers
were undertaken between federal and state
level in Mexico [63].

Do be open and transparent about
participant selection

Do analyze who is not participating &
reach out specifically to those groups

Do prepare information in different
formats for different levels of
professionalization —» lay citizens need
information to be free of jargon, in local
languages/dialects, and/or images

Do consider having experts ‘on call’ for
questions and explanations

Do consider more regular meetings and
events vs. one-off exercises

Don’t let interest groups and lobbies
crowd out other voices —» instead,
hold separate meetings or events with
them and/or give the same speaking
time to other stakeholders

Don’t have short timelines for
participants to read through and
process information —» instead,

give participants sufficient time to
understand the evidence and different
viewpoints

Table 5.1: Format and design of participatory processes in terms of decision-making: dos and don’ts
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Evidence as a facilitator for more
reasoned discussions leading to
feasible options

Participatory processes and civic spaces can
be an important vehicle to bring together the
available evidence on complex issues, together
with population views and expectations on the
same. Especially in health where issues and
policies are complex, this can be powerful
in terms of finding adequate solutions. The
glue which brings the different pieces of the
complex puzzle together is the evidence - it
gives material for dialogue amongst stake-
holders and at the same time moves the dis-
cussion from advocacy to practical feasibility.

Country case studies repeatedly show that evi-
dence at the heart of stakeholder debate nudges
civil society to work more closely with academia,
form alliances when in-house evidence analysis
capacity is weak, or build it themselves. In Thai-
land, government officials acknowledge that the
NHA platform has given civil society the oppor-
tunity, incentive, and means to collaborate more
closely with academia. One government cadre
emphasized that “[civil society] has become more
mature. They don’t go and complain anymore.
They come with the evidence and knowledge” (86).
The evidence focus thus helped all Thai stake-
holders, including government, to think through
solutions to problems, rather than focusing
solely on the problems themselves.

Dialogue and debate need material for dis-
cussion; hence, it is a virtuous cycle as more
structured dialogue demands more evidence
analysis. In Thailand, evidence is the crucial
piece both at the NHA topic proposal stage as
well as when solution options are debated on.
When a topic proposal is accepted, the drafting

group which includes civil society, government
representatives, and academia, receives funds
to concretize the issue at hand and anchor
it more strongly in evidence. If the group is
unable to establish sufficient evidence, or
is unable to gather sufficient information to
concretize the issue further, the proposal is
tabled until the following NHA, thereby giving
the group more time to collect the evidence.
This system favours stakeholder groups who
have already closely examined the evidence,
are able to demonstrate a clear evidence base
on their topic, and offer potential solutions.
With civil society and the research community
strongly encouraged to join forces under the
NHA model, government institutions end up
also following the firm emphasis on knowledge
and evidence. Many government cadres have
realized that evidence clearly help legitimize
policies. In this way, the evidence orientation

pushes for decisions to be made more easily.

This sentiment is echoed in the Portuguese
context by a professional association repre-

sentative who sits on the Health Council:

“If we make our way in what
unites us together, then it is
easier for us to find solutions
in what separates us at the
beginning... [the Health
Councill structure... guarantees
that participation has a
common language, which is the
evidence.”

Portuguese professional association
representative (87)
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Consensus-based recommendations
may lend itself better to policy
translation

Consensus-based recommendations may find
themselves more easily in policy decisions,
the caveat being that certain conditions or
process-related features must be in place to
make consensus feasible (6, 88). The literature
suggests that consensus is easier where there
is an underlying common interest and an iden-
tifiable solution in sight (11). Some conditions
for consensus which are mentioned are: clear
& binding rules, agency leadership; facilita-
tor-moderators who know how to manage
conflict (89).

A facilitator and decision-maker from a
Regional Health Authority in France referred
to reaching a consensus as ‘magic’ which was
necessary to facilitate decisions (65). He went
even further in making his point by alluding to
the idea that decisions simply follow naturally
from consensus when the requisite effort is
made to prepare the process well for the con-
sensus to develop.

Consensus is thus fostered through a collab-
orative process which is perceived as mean-
ingful and fruitful, and where longer-term
relationships are built around a certain topic.
A participatory process format which gives
space to forge a shared identity, and which is
allowed to grow over time through increased
exposure to each other, is more likely to build
a collective view to complement individual
interests, thereby facilitating consensus (5).
The key point here seems to be the opportu-
nity to participate at several events over time
and a regularity in participation throughout

different types of events or stages in a process.
Authors elucidate that even where consensus
is unlikely, participants usually can agree at
least on sub-topics when they are formulated
in a clear and specific way (72].

A stakeholder from Portugal defined consen-
sus as a form of compromise, insinuating that
a consensus is a compromise where most
participants may not get what they want but
agree that the best possible solution has been
achieved. “When you don't get consensus,” he
asserted, “you get compromise” (90].

That being said, consensus is not always the
objective and it may simply not be possible.
The literature also points to majority-rule
recommendations being more suited in some
settings such as where interests differ, when
participants are less closely tied, and where an
easy solution is not foreseeable (for example,
sensitive issues like euthanasia or abortion)
(11). Further implementation research in the
health sector is needed in the future to under-
stand which specific health policy questions
should be underpinned by which type of par-
ticipatory decision-making.
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Some topics lend themselves more
easily to a tangible outcome to be
held accountable for

In one literature review, the authors state
that “intangible outcomes of public participa-
tion brought about by broadly defined issues
promote the notion that nothing comes out
of it”. They cite the example of teenage preg-
nancy as a topic which has generated a more
tangible public participation outcome in some
countries than broad and more nebulous
issues such as the economic determinants
of health where a clear-cut solution may not
readily exist (5]. Another in-depth review study
looking at results linked to participatory gov-
ernance mechanisms found that the subject
under discussion together with the context
determines how far participation input is
reflected in decisions (11).

Box 5.10

How to formulate a topic for a
participatory space in view of policy
uptake?

» Topics submitted to a participatory mechanism for
debate should have a well-defined policy question
with a tangible and clear objective —> increases the
likelihood of policy uptake.

» The participatory process recommendation should
lead to concrete ‘to-dos’ for the policy-maker.

It seems that both broad strategic directions
as well as specific and well-defined policy
questions can be submitted to population con-
sultations. The key feature seems to be a clear
tangible objective and outcome of each stage of
the population engagement mechanism, with
the right public, preparation, and information
provided for that clear, tangible objective and
outcome to be realized.

In France, the Bioethics Law is seen as cov-
ering value-ridden topics and therefore need
population input for seven-yearly law revi-
sions. The topics are quite specific and the
mandate given to population groups has the
clear objective of feeding into an updated draft
of the law (58]. In Portugal, on the other hand,
the Health Council recommendations have
been rather broad in nature but seem to have
oriented certain MoH policies and actions as
expressed by one government cadre: ‘the
[Health Council] report was presented in Decem-
ber, we have already had changes in terms of
advertising legislation [and]... unhealthy food
around schools. We have already had changes
to paternity leave... Therefore, | think that until
now the reports of the council have left some
seeds that have germinated. | think that the
recommendations, not being binding, always go
from a strategic and also a political position. And
also, of some convenience of implementation,
because some of them are a little more struc-
tural and broader” (90).
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5.6 Capacity aspects to consider which are
pertinent for decision-making influence

Capacities of the population, communities,
and civil society to engage in participatory
processes in health greatly influences how
far their input is taken up for policy decisions.
Just as relevant are government capacities
to conduct a well-reflected and purposeful
process which enables participants to ade-
quately take on their representative role, and
feed into policy-making.

Chapter 4 goes in-depth into the neces-
sary capacities for meaningful government
engagement with the population, communi-
ties, and civil society. Here, we briefly highlight
specific capacity aspects, for both the people’s
and government’s side, which are relevant for
decision-making influence; further details can
be found in chapter 4.

People’s capacities

(a) Funding and capacities influence each
other... and both are critical for policy
influence

Across the literature and case studies, funding
was mentioned consistently as either a con-
straining factor for civil society and community
groups to function as they should, or a factor
influencing success if funding flows were
sufficient. In Thailand, the Thai Health Pro-
motion Fund, set up with sin tax monies, was
instrumental in providing predictable funding
for civil society groups and seen as crucial to
building their capacities [15]. In Mexico, on the
other hand, stakeholders lamented the declin-
ing funding situation of the civil society alli-
ance formed for joint budget advocacy efforts
around reproductive health services, lauding
their initial string of successes but warning of

future prospects (77]. In the Islamic Republic
of Iran, NGOs were acknowledged to lack in
resources; many stakeholders viewed the lack
of funding as the root cause of CSOs unable
to build capacity and professionalize, thereby
risking their relevance and representativeness
of the people they are supposed to serve (91].

Funding gaps means that organized civic
groups are dependent on volunteers who have
other day jobs and priorities (see Chapter 3,
Section 3.4]. Government stakeholders in
Portugal noted that a big barrier to active civil
society participation in the Health Council was
taking time off work. Another stakeholder
recounted the selection process for Health
Council civil society representatives, regret-
ting that many CSOs refrained from coming
forward after hearing about the “amount of
meetings and work involved” (86).

In essence, without a minimum level of longer-
term funding, it is challenging, or in some
instances, near impossible, for organized
citizen groups to build and maintain the capac-
ities needed to influence decision-making.
Stakeholders in France highlighted this point,
acknowledging that government subsidies and
tax breaks allowed them to function adequately
and build capacity in the health sector (65).

(b) Middleman/-woman role of civil society
organizations is key for bringing com-
munity voices up to relevant formal
structures

Civil society in many settings plays a significant
role in capturing community voice and bringing
up community concerns to the relevant formal
structures. In the Islamic Republic of Iran, vol-
unteers in the People’s Participation House, a

Chapter 5 - From population engagement to decision-making



Teheran municipality initiative, reported giving
their phone numbers to local community
members who ring them with their concerns.
The volunteers spent much of their time writing
letters and contacting local authorities such as
the Provincial Working Group on Community
Health and others, on behalf of their community
(20]. Although the Provincial Working Group, as
betrayed by its full name, was set up with the
sole purpose of working on the community’s
health, having community needs channelled
in a consolidated and professionalized way
through civil society organizations facilitated
their work and decisions.

This example demonstrates the potential
for decision-making influence of a person or
organization ably acting as a mediator between
the grassroots and policy-makers. The medi-
ator (civil society) organization’s influence
hinges on having the networks, structures,
and resources to stay connected to the grass-
roots so as to legitimately reflect their views
and challenges [see Point [e]]. The Islamic
Republic of Iran example illustrates the merit
of a well-organized civil society who under-
stands government structures and knows how
to relay and advocate for grassroots needs.

(c) Claimed spaces which become
institutionalized enjoy legitimacy from
both policy-makers and communities,
creating a virtuous cycle which can
influence policy

As mentioned previously, ‘claimed’ spaces
created and claimed by communities and
civil society are just as critical for participa-
tory culture and effectiveness as are ‘invited’
spaces. Often, civil society-claimed spaces

end up leading to more institutionalized and
formalized structures which may not have
come about without the bottom-up, grassroots
pressure in the first place. A case in point is
Tunisia where the Social Dialogue for Health
was created within a window of opportunity
which presented itself post-revolution when
the public was keenly aware of its power and
wanted a say in social issues (92]. It can there-
fore be seen as an ‘claimed’ space which came
about through grassroots pressure; indeed,
the Societal Dialogue initiative is run by a
Steering Committee independent of the Min-
istry of Health (although MoH staff are Steer-
ing Committee members). In nearly a decade
since the Societal Dialogue’s existence, it has
been confronted with several new incoming
governments who have attempted to eliminate
it. The fact that no Minister of Health or Head
of State has managed to do so is testimony to
its grassroots support and several influential
champions who have kept it afloat, thereby
quasi-institutionalizing it [17).

The Societal Dialogue for Health would never
have come about through government effort
alone. Community groups who are able to
seize opportunities to create claimed spaces
also claim and gain legitimacy. In addition,
they shape the very platforms where decisions
can be made. In Mexico, budget advocacy
groups devised the ‘feedback meetings’ with
the Federal Ministry of Health as a ‘claimed’
platform where monitoring findings fed into
decision-making (63). A Mexican civil society
stakeholder affirmed: “the government took
[the opportunity] and adopted it.. that space
wouldn't be there if... [we] hadn't knocked on
the door” (93). This capacity is thus crucial for
more participation uptake in policy decisions.
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(d) Strategic, professional, and evidence-
oriented civil society is better able to
influence policies

A discourse in the literature draws attention
to both the up- and downsides of civil society
and community groups professionalizing [see
Chapter 3, Sections 3.3, 3.4, and 3.6). The evident
advantage is the ability to be strategic in action
and focus in a targeted way on influencing policy.

However, professionalizing might mean losing
the link and perspective of communities and
lay people, although those characteristics
need not be mutually exclusive. In India, civil
society respondents from a National Rural
Health Mission study lauded the advocacy
capacity and strength of professional civil
society in the country; at the same time, doubt
was expressed as to how far they represent
people’s voice and even know how to capture
them. Respondents also acknowledged that
community groups may be skilled in mobilizing
the community, but many are unable to “trans-
lat[e] that into an advocacy ask... [it] is some-
thing that that they are not very good at, where
their capacities need to be strengthened” (53).

In any case, civil society which is strategic,
professional, and evidence-oriented [both
research and experiential evidence is meant
here - see Chapter 3, Box 3.5) is better able
to influence policies. The budget advocacy civil
society coalition in Mexico had all of these dis-
tinct traits - they were strategic in targeting the
right policy-makers at both state and federal
level, their professionalism is reflected in their
in-depth technical work analyzing budgets and
reproductive health statistics, and the civil
society coalition was organized into a coherent
alliance where each organization took on a role

where they were able to add value. The coali-
tion subsequently had significant policy influ-
ence in that federal-to-state budget transfer
modalities were made more transparent and
modified as a result of its advocacy efforts
(63]. In Thailand, much of the capacity-building
efforts undertaken by the National Health
Commission Office is to help civil society and
community groups provide input to National
Health Assembly resolution drafts which
draws on their experiential knowledge but
packages that information to feed into more
practical solutions [15].

“[Feedback meeting]...

did not arise out of state
necessity. It arose because we
are an organized, evidence-
oriented civil society...
This sector... has created
these spaces for dialogue.”

Mexican civil society representative (93)

(e) Capacity to reach out to communities
is at the core of legitimately representing
grassroots voice —and drawing poli-
cy-makers’ attention

The Mexican civil society coalition mentioned
previously retained their capacity to reach out to
communities by ensuring that community groups
were part of the coalition and a core contributor
to its budget advocacy work (77]. Mexican stake-
holders from both civil society and government
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recognized that the budget advocacy efforts
successfully leveraged the grassroots imple-
mentation information to complement the more
technical analyses. The critical point here is that
those who are truly able to listen to, understand,
and channel community voice to policy-makers
are highly valued for their input; this can give
those civil society and community groups weight
in the eyes of those who take decisions.

Much of the Societal Dialogue for Health's
success in Tunisia was founded in its initial
efforts to reach out to as many population
groups as possible, however remote and
reticent they were (92]. This cultivated trust,
a hard-won principle in the post-revolution
years. The trust and grassroots support
allowed the Societal Dialogue to be seen as
the voice of civil society which subsequently
gave them clout in government circles (17].

In France, especially government stakehold-
ers commended civil society groups which
used innovative approaches to reach out to
their respective communities (65]. In the
Islamic Republic of Iran, government stake-
holders acknowledged the need for commu-
nity views by including them separately from
civil society organizations in the 2017 local
health assemblies (91]. This basically points
to the value given by decision-makers to
those who can report on grassroots needs and
voice. It also underlines the fact that technical
capacity alone may not be sufficient; a link
to communities may at times be even more
valued as technical expertise is more easily
accessible to government cadres anyway.

bl
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(f) Capacity to build alliances

Almost all of the case studies conducted for
this handbook demonstrate the significance of
alliance-building by the population, communi-
ties, and civil society in influencing policies. In
Thailand, stakeholders recognized that much
of the National Health Assembly’s influence
came from its broad stakeholder base and
the significantly strengthened community
and civil society networks (15]. In Mexico, as
mentioned previously, the civil society coali-
tion was strong because of the different skills
each group brought into the alliance. Stake-
holders also acknowledged the difficulty in
collaborating, stressing the need for time and
effort to learn how to work together in a mutu-
ally fruitful way (77]. In the Islamic Republic
of Iran, within the Health Transformation
Plan’s emphasis on participation, the MoH
actively supported civil society and charities to
connect more with each and form networks,
realizing the added value for their own policy
work (20]. In Tunisia, existing CS0s, who had
been restrained in their abilities to act under
periods of dictatorship, used their impressive
existing networks to rapidly launch an active
and lively Societal Dialogue for Health; the
networks were thus key to making the Soci-
etal Dialogue happen within the initial window
of opportunity.

The capacity to build alliances also extends
to (civil servant/career) government cadres
as well, and can help insulate from high-level
political personnel changes. In Mexico, the
CSO alliance managed to successfully create
allies in state government cadres; together,
they were able to resolve problems vis a vis the
federal government (63). French government
stakeholders spoke highly of one specific

CSO platform, emphasizing its character-
istic of having wide and strong networks of
communities and credible personalities, and
noting that this characteristic gave them more
weight in decision-making discussions [(65].
This platform also managed to form coalitions
with local regional health bodies to co-shape
decisions.

Government capacities

More guidance is needed for policy-
makers on how to specifically
translate participation-based input
into policies

The capacity of policy-makers to steer,
convene, deal with vested interests, manage
diverging views, and broker consensus and
solutions is not a given (a more in-depth anal-
ysis of stakeholder capacities can be found
in chapter 4). Neither is the ability to create
an open decision-making environment and to
carefully weighthevalue of different responses
in a transparent way. None of these capabil-
ities regularly feature in the skill set sought
after by government health institutions where
medico-technical expertise is prized. Camp-
bell etal. highlight the need for more guidance
and coaching for decision-makers on how to
translate participation input into policy (43).
They describe a review of UK’s NICE's online
public consultation process which feeds into
NICE decisions [see Box 5.11]. The study found
that the large success rate of almost 75% of
the decisions reviewed evincing some degree
of public consultation input was due in part to
the guidance given to NICE personnel on how
to act upon participatory input (94].
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Box 5.11

The UK’s National Institute of Clinical Excellence
(NICE)’s decisions & its public consultations

The Interventional Procedures (IP) pro-
gramme at the National Institute for Health
and Care Excellence [NICE) develops guid-
ance on the effectiveness and safety of (new)
interventional procedures for use in the UK
health service (95). In addition to patient
involvement in guideline development, draft
guidance documents are published online
for a four-week period for the general public
to respond. These online consultations are
publicized widely, including among stake-
holder groups where input is particularly
sought: academia, medical organizations,
clinicians, and relevant patient associations
(43).

Campbell et al.’s review of NICE’s public
consultation processes for 183 draft guid-
ance documents found that in 75% of the
final published versions, concrete changes
had been made based on consultation
inputs (40). The study authors came to the
conclusion that the use of open public con-
sultations with clear guiding instructions on
how to handle the incoming responses were
determining factors for the high uptake of

consultation input into the finalized guid-
ance documents.

Responses to the consultation can be up to
20 pages, submitted via the NICE website,
email, fax, or post. A structure is provided
for consultation responses but respond-
ents are not required to stick to it in order
for their input to be considered. NICE staff
handling the consultation inputs are guided
by transparent processes and detailed
briefings on how to evaluate the responses.
Study authors conclude that “[t]he detailed
consideration given to each response can be
time-consuming and challenging, but it is
feasible and provides an increased level of
confidence that published guidance has been
open to scrutiny and comment by everyone
who might be affected by it” (43).

The NICE example demonstrates how
adequate guidance and coaching for deci-
sion-makers can strengthen the Llink
between the inputs given by the public and
health policies and recommendations.
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A specific skill set is required for
government cadres to enable policy
uptake

The cost-effectiveness and priority-setting
literature suggest that the policy uptake step
should be done by an independent institution
or separate (government or government-
contracted) unit to interpret information and
neutrally translate them into priorities for
policy (5). This would clearly increase the
influence of participatory process input into
health policies as the mediating body would
have exactly that in their terms of reference.
This suggestion is likely a reflection of the
need for a specific skill set to interpret public
participation input and undertake translation
into policies. These skills are often not present
in government health institutions, risking the
negation of the whole participatory process.
One author aptly stresses the need for policy
uptake capacities:

“Exercises in public
involvement provide some
of the raw material for
policymakers. But information
that is raw and that has to
be swallowed whole... will
probably be regurgitated by
the policy process.”

Tenbensel (4)

Other authors clarify that the mediating role
can be taken on by “in-house staff or a full

department specializing in public involve-
ment” (31). Such a role would cover the task
of bringing decision-makers and the public
together to better understand and tailor the
objectives of the population engagement exer-
cise to a distinct policy question, while under-
pinning the process in a solid understanding
of the context and local community.

The ability to understand the added
value of population, community, and
civil society input into policy work

Participatory input will not be taken up by gov-
ernments if it is not in their interest to do so.
Besides the obvious political economy chal-
lenges, governments might need more inter-
action with civil society and population groups
through structured mechanisms to begin to
understand how the information and feedback
emanating from such exchanges can add value
to their work. In Mexico, for example, state-
level authorities were initially sceptical about
the budget advocacy coalition’s work. However,
the civil society organizations insisted on meet-
ings to feed back information from both federal
level where they had a presence and community
level. One civil society key informant recalled
how “state-level civil servants became... allies”
(93) when they began to realize what a rich and
important source of implementation informa-
tion civil society had. In France, some stake-
holders regretted the paternalistic attitude of
government cadres and the resulting lack of
effectiveness in the health governance domain.
At times, the paternalistic world view also led
to siding with or caving into health professional
(vested) interests to the detriment, according to
some stakeholders, of civil society and popula-
tion views (65).
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A big deterrent to policy uptake of partic-
ipation-based input is when government
officials see the participatory process as
competing rather than complementary.
In Tunisia, many mid-level government
cadres actively resisted the perceived
encroachment of the Societal Dialogue
for Health into their policy-making space,
despite buy-in from the Office of the
Minister (17). Much of this was based on
resentment due to the unclarified link
between the Societal Dialogue’s planning
input and the Ministry’s health planning
work at the time. Many Tunisian stake-
holders lamented the poor ownership by
government cadres of Societal Dialogue
results which at times even deteriorated
into ignoring them completely. This was a
period when it was unclear whether the
White Book’s content would be validated by
forming the basis of a new post-revolution
health policy. In the end, the health policy
did happen a few years later but Ministe-
rial capacity might have been one of the
reasons for its delay.

Weak Ministries and inflexible
bureaucracies are often a deterrent
to policy uptake

In Tunisia, high turnover of Ministers and
Ministry-appointed focal points for the Soci-
etal Dialogue for Health definitely delayed
decision-making. Stakeholders from the gov-
ernment and civil society side pointed to gov-
ernment institutions’ pace of work grinding to
a halt each time a new Minister came in (17].
In the Islamic Republic of Iran, key informants
mentioned the general lack of the necessary
flexibility within government health institu-
tions required for more community involve-
ment. Indeed, even pro-participation officials
were constrained by bureaucratic structures
which did not always allow processes to
change from the status quo (91).

In general, the weaker the governance capac-
ity of a government in general, the more dif-
ficult it often is to find government officials
reaching out to different population and
stakeholder groups. Indeed, many weak min-
istries are simply struggling to manage their
day-to-day processes. Further compounding
the problem is the fact that many health insti-
tutions are staffed with biomedical-technical
experts rather than those who may possess
the soft skills needed to bring people together
and facilitate difficult discussions.
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5.7 Conclusion

In this chapter, we establish that a gap clearly
exists between results and recommendations
coming from participatory spaces and policy
decisions (‘deliberation-to-policy gap’). Key
issues are laid out for a policy-maker (and
others] to reflect on when engaging with pop-
ulations, communities, and civil society actors
through participatory mechanisms in order to
ensure that this gap is closed.

Those key issues include the decided empha-
sis on political will as a catalyser for solid
policy uptake of participation-based input.
Political will can also provide fertile ground for
a culture of participation to be built if it does
not yet exist, which increases the likelihood
of public participation input translating into
policy. Linked to political will is the concept of
government organizing, or having a large stake
in, the participatory space (‘invited space) as
an important factor for policy uptake.
Consensus-based recommendations tend
to find themselves more often in real-world
policies as there is buy-in from all sides. Evi-
dence is shown to be a major facilitator for
policy uptake, also for improving the chances
for consensus, and piquing politician and poli-
cy-maker interest to engage more closely and
therefore influencing political will.

It goes without saying that tokenistic partici-
pation solicited by government actors to ‘tick
a box’ can lead to widespread mistrust in gov-
ernment processes in general. Trust is a crit-
ical capital needed for health governance in
any country to work, hence tokenism carries
with it inherent risks.

We differentiate between a governance and
service delivery approach to participation
even though the two overlap considerably.
Especially with regard to policy uptake, the
governance approach to participation is more
fruitful as it is bidirectional, with input given
by civil society and communities for purposes
of being heard and ensuring a responsive
health system, and government feeding back
and listening to counter-responses. A service
delivery approach, which may be needed for
specific policy objectives, focuses more on the
need to ensure comprehensive health cover-
age, tends to be one-way (the quintessential
example being a vaccination campaign), and
is more preoccupied with ensuring higher
service utilization rates and good programme
implementation. The two approaches are not
necessarily mutually exclusive, and can com-
plement each other.

The format & design of the participa-
tory process can lay a solid foundation for
increased policy uptake. Several examples
are offered in this chapter which underline
the need for both civil society and (especially)
government capacities to ensure systematic
policy uptake of participation-based results.
Ultimately, a robust connection between par-
ticipatory spaces and policy-making hinges
on the overall enabling environment which
influences all of the little details which make
policy uptake likelier: capacities of different
actors, their representativeness, participatory
space design which lends legitimacy to actors,
etc. All of these issues are elaborated upon
thoroughly in previous chapters.
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6.1 Introduction

All legally binding international human rights
treaties recognize the essential role of partic-
ipation in realizing fundamental human rights
including the right to health (1, 2. Obligations
of governments to implement the right to
health at the national level were made clear
in 2000 by the United Nations Committee on
Economic, Social and Cultural Rights in their
General Comment No. 14 (1]. These include
the obligation to give sufficient recognition to
the right to health in the national political and
legal system, preferably formalised in legisla-
tion and coupled with national health policies
detailing how the right to health and partici-
pation will be realized in practice. This "how’
should include positive measures that enable
and assist populations and communities to
enjoy the right to health, including the creation
and maintenance of participatory spaces and
processes.

In practice, countries have taken very different
approaches in terms of realizing the right to
participation and health. This is linked to con-
textual factors and legal traditions but also
the civil society and participatory culture in a
country (see Chapter 2). The different country
contexts reflect the full range of realities seen
in terms of participatory processes on the
ground and how far they are covered by a legal
text or not.

This range goes from active, structured par-
ticipatory activity undertaken by communities
with tacit support from policy-makers to a
strong legal framework for participation which
may or may not be fully implemented. The
former can be seen as fertile ground and an
opportune moment to bring in legal protec-
tion to a prevailing participatory culture while
the latter may have suffered from inadequate
preparation of actors and capacities to give
effect to the law. We address both of these
issues, and other crucial caveats and risks, in
section 6 of this chapter.

Laws can by design or by default also hinder
participation. Here, we do not examine legal
texts which have the stated intent of decreasing
participation and/or disempowering certain
population groups. We instead navigate laws
whose intent is to foster participation but point
out design features which can help overcome
societal and other barriers to implementation
which may at times feel impregnable. A fun-
damental tenet propounded here is thus that
legal frameworks need to take the basic reality
of unequal power relations into account. What
this means in practice is elaborated upon in
section 4.
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6.2 Objectives of this chapter

This chapter provides an overview of the
principal types of legal frameworks affecting
participation. A series of key issues around
participation legislation will be advanced for
policy-makers to reflect on. We then highlight
how solid preparation of, and building consen-
sus for, the legal framework can go a long way
to ensuring its implementation and fostering
meaningful participation in the health sector.
We also elaborate on the necessary detail
which might be needed in a legal framework to
ensure that it does actually legitimize popula-
tion voice, rather than reinforce existing hier-
archies that might hinder countries” imple-
mentation of right to health commitments and
efforts towards universal health coverage.

© WHO /Jawad Jalali

Legitimizing population voice is basically a
means for levelling the participatory playing
field; by lending people legitimacy through the
legal framework, both power and influence is
granted to those who enter the playing field
with considerably less leverage and resources
vis a vis government and other actors in terms
of policy-making.
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6.3 Legal frameworks for participation:

conceptual clarification
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Figure 1: The legal framework pyramid (3)

Legal frameworks covering participation can
be seen as a collection of legal instruments
which complement each other, each document
providing complementary information regard-
ing the operationalization of the policy inten-
tion formalised in the law. Figure 1 depicts the
legal framework pyramid beginning with the
overarching instrument of the Constitution (in
some countries, this may have another name
such as ‘Basic Law’]), which outlines “the basic
principles and laws of a nation... that deter-
mine the powers and duties of the government
and guarantee certain rights to the people in it”
(4). The overarching legal environment as per a
country’s Constitution including provisions for
basic freedoms such as speech and press can
be a significant determinant of how far people’s
voice is let into decision-making spaces.

Box 6.1
Legal framework: A definition

A legal framework is “a broad system of rules
that governs and regulates decision making,
agreements, laws, etc.” (6.

The 2 layer consists of legislation or pol-
icies, instruments which “have the force of
authority by virtue of their promulgation by an
official organ of a state” (5], usually a legisla-
tive body such as parliament. With regards to
participation, this pyramid layer would include
decentralization legislation, human rights
laws, Health Acts and freedom of information
legislation, amongst many other possibilities.
Here, concrete rights and rules are laid out
based on the principles of the constitution.
The level of operational detail increases
moving to the 3™ layer as granularity is gen-
erally given on issues such as responsibilities
for rule enforcement and consequences of
non-adherence to the law. The final layer is
the actual contract between two parties where
implementation is stipulated in further detail.
Hence, moving down the pyramid means that
increasing operational detail is stipulated
while at the same time augmenting the flex-
ibility with which modifications can be made.
For example, a constitutional amendment (top
layer]) requires a huge effort to undertake vis
a vis a rewording of a contract (bottom layer).

The transitions between the different layers
are fluid and extremely context-dependent. The
level of detail necessary at each layer depends
heavily on the law in question, the history and
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political economy of the constitution, and legal
traditions of a country. In this chapter, we focus
principally on the 2" layer, legislation and pol-
icies, i.e. the instruments which are endorsed
by a legislature. However, we acknowledge that
in many contexts, the functions as elaborated
upon in following sections may be part of the
third layer instead of the second.

That being said, we focus now on the principle
legal instruments which have a bearing on
participation, the ones which the vast majority
of health policy-makers are confronted with.
They are not necessarily health- nor partici-
pation-specific but represent legislation which
embody the spirit of bringing public policies
closer to people and their expectations. Since
participation is integral to that spirit, it may be
referred to briefly or mentioned explicitly as a
principle, means, and/or right which is neces-
sary to give effect to the law.

Finally, we wish to emphasize that the 2" layer
of the pyramid pre-supposes the existence of
the 1¢' primordial layer which is the consti-
tutional framework of the country. This layer
is fundamental to ensuring an enabling envi-
ronment for population, community, and civil
society input into health policies (see Chapter
2). Constitutionally guaranteed fundamental
rights such as the freedom of expression,
freedom of movement, and freedom of assem-
bly greatly facilitate a culture of speaking up,
contributing, and participating. This is not to
say that participation cannot happen without
certain guaranteed freedoms. Within health,
numerous examples do exist of flourishing
participatory activities in countries with great
limitations on formal freedoms - but those
activities then stand on shaky ground, and can
be dismantled more easily, with no basis for
populations to claim them back.

Decentralization in the health sector can be
seen as “the transfer of formal responsibility
and power to make decisions regarding the
management, production, distribution and/
or financing of health services, usually from
a smaller to a larger number of geographi-
cally or organizationally separate actors” (7).
Across countries and regions, the documen-
tation on decentralization efforts in the health
sector demonstrates that this legislation can
be a powerful creator of and contributor to a
participatory space and culture.

Indeed, in many countries, the stated ration-
ales for decentralization, whether captured
categorically in the legal text or not, is bring-
ing governing closer to the people through a
structured platform placed locally to ensure
population voice in policy-making. Even if par-
ticipation may be less explicit in a decentral-
ization law, its other common aims go hand
in hand with participation: protecting minority
rights and integrating heterogenous societies,
for example, through territorial autonomy.

Nevertheless, most decentralization legislation
explicitly mandates some form of participa-
tion, although the level of detail and the actual
authority conferred varies greatly by context.
For example, the South African Municipal
Systems Amendment Act (2003) and the
Municipal Structures Act (2000) state that
“communities must contribute” to municipal
decision-making, and that Municipal Councils
“must consult” local committees (8). On the
other hand, the Ugandan Local Government
Act 1997 leaves practicalities more open to
interpretation in the description of the local
government executive committee functions:
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“to serve as the communication channel between
the Government, the district council and the
people in the area” (9). Either way, the theory
as expressed in most of these legal frameworks
is that community participation and people’s
voice are expected to be amplified by a new
decentralized administrative status quo in the
country.

The right to health is not the same as the right
to be healthy but rather it is the right to have
access to all actions necessary to be healthy.
The 1946 WHO Constitution was the first to
formulate that very right (10], followed soon
by numerous national constitutions. Potts
further acknowledges that the right to health
cannot be de-linked completely from other
rights such as civil, political, economic, social,
and cultural rights, a particularly relevant
point in terms of the ease with which partic-
ipatory activities can take place in countries
(11).

The concept of the human right to health is
inextricably linked to participation. The exten-
sive human rights literature documenting
international, national, and regional treaties
all include the notion that in order to realize
people’s right to health, they must have a say
in health (10]. The WHO Constitution"s man-
ifestation in national-level legal frameworks
is decisive in that it, at least in theory, means
that participation through institutionalized
mechanisms to influence health policy-mak-
ing can be claimed as integral to the right to
health (1, 8, 11].

Many scholars go further and frame partici-
pation as not only inherent to the rights-based
approach to health but as a human right in
and of itself (12]. Government as duty bearers
for realizing the right to health thus have the
obligation to put in place such participatory
governance mechanisms and ensure their
functionality for the population to express
themselves on health matters (13]. Indeed,
the existence of such mechanisms is even
viewed as a good proxy indicator for a govern-
ment’s commitment to a human rights-based
approach to health systems.

A Health Act is used in many countries as
an overarching legal instrument guiding
and regulating government-led health ser-
vices. Especially in health systems with a
large share of public funding, the Health Act
becomes the orienting legal framework laying
out the underlying principles and mechanisms
for protecting and promoting the population’s
health.

Participation and community involvement in
health-related decision-making is an integral
part of Health Acts in many countries, thereby
providing the legal basis for participatory
processes in the health sector. In Thailand,
the National Health Act of 2007 was pivotal in
kicking off a more institutionalized culture of
participation, and anchoring into law many
local-level participatory efforts which were
already taking place, giving them not only a
boost in terms of resources and visibility, but
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also in terms of connecting those local efforts
more systematically to national-level policy-
making. Moreover, it founded the National
Health Commission Office which is given a legal
mandate to run a National Health Assembly
every year (14).

South Africa’s National Health Act (2003)
created Health Committees at primary health
care facilities (8], and the United Kingdom's
commitment to public participation initiatives
is enshrined in the Health and Social Care
Act, the National Health Service (NHS) Con-
stitution and the National Health Service Act
2006 (15]). The level of detail varies in terms
of stipulation of participatory activities across
the different Acts, some pointing clearly to
specific population groups or stakeholders
who must be included and other frameworks
leaving it more open.

Acts creating a public health service (UK,
(16])
which bring in local communities in deci-
sion-making; they are not always imple-
mented in practice but the legal framework
which does exist can be leveraged when the
political window of opportunity arises.

Greece often establish mechanisms

In many countries, Freedom of Informa-
tion (FOI) legislation has been a key tool for
population, communities, and civil society to
access information relevant to the implemen-
tation of health policies in their communities.
In Mexico, for example, FOI legislation allowed
civil society to obtain basic information on
health budget transfers between central and
state governments, giving them the necessary
evidence to put on the dialogue table with the
government (17). FOI legislation therefore
played a key role in the success of Mexican
civil society creating ‘claimed’ participatory
spaces which opened up ‘invited” spaces [see
Chapter 5, Section 5.4).

Swamy, in her social accountability frame-
works, emphasizes access to information as
integral to “the right of the citizen to engage
with the administration through public collec-
tive platforms” (18]). As highlighted in chapter
3, information and knowledge are a source
of power and legitimacy for experts, profes-
sionals, and government, besides the fact
that without it, decisions cannot be rationally
made. Allowing this same information and
knowledge access to civil society facilitates
the possibility of the latter being on a more
level playing field with experts and facilitating
true influence on decision-making within a
participatory space (19, 20]. The importance of
FOI legislation for participation thus cannot be
underestimated.

1 Claimed, or invented, spaces are those which are created by
populations, communities, and/or civil society; invited spaces is a term
used for government-led processes which other stakeholders are
invited to
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6.4 Legal frameworks: key issues to reflect on

It is important to remind oneself that partic-
ipatory activities take place in many settings
formally or informally without a legal frame-
work in place. Not having an underlying law
or policy should not hinder a policy-maker
from undertaking a participatory activity, and
does not in practice. Countless examples exist
where local initiatives, a favourable environ-
ment, and/or a specific policy question have
led to the creation of participatory spaces
which flourish in some places and struggle in
others. They may take place formally, led by
government health institutions, for a specific
purpose such as national health policy devel-
opment (21] or informally, through grassroots
action and community initiatives (22].

An example of a formal initiative taking place
without an underlying legal framework is
the Societal Dialogue for Health in Tunisia
which was borne out of the 2011 Arab Spring
revolution (see Chapter 1] and is set up with
a formal Steering Committee and Technical
Committee, each involving both civil society
and government representatives. The formal-
ized nature of the Societal Dialogue for Health
is also evinced by their drafting of the first
post-revolution National Health Policy which
was presented at the 2019 National Health
Conference (23, 24).

In the community setting, Informal and quasi-
formal participatory initiatives take place fre-
quently as well. Numerous examples exist,
from programme-led community participation
mechanisms for malaria

(25), HIV, tuberculosis (26], etc. to commu-
nity-led water & sanitation provision (22}, all
of which take place without a formal legal
basis but supported by local social and policy
initiatives. Vibrant grassroots and quasi-for-
mal participatory activities in health may be
an indication that the time is ripe for a legal
framework to formalize what is happening in
practice already [see Section 6.6).

For a variety of reasons, numerous legal
frameworks exist which have not been imple-
mented, within the area of participation and
health (16], or otherwise. In South Africa, the
National Health Act (2004) mandated primary
health care facilities to consult health commit-
tees. However, provincial legislation must give
effect to the Act’s intentions, which has been
slow to come, sometimes taking over a decade
as in the Western Cape where legislation was
passed in 2016. Still, even with provincial fol-
low-up legislation, Health Committees are yet
to be set up there (8]. In Portugal, a 1990 Basic
Health Law (27) mandating a National Health
Council was only implemented in 2017 when
a formal structure was created and access to
funding granted (28].

Many factors are usually in play with regards to
faulty implementation or non-implementation
of a legal framework for participation (29). The
reigning political and societal culture might
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not view participation as a priority which may
translate into a lack of real political commit-
ment or lack of any grassroots pressure and
demand for participation, or both.

Power structures which are entrenched in
society and culture are hard to overcome,
and a legal framework may not be enough
(30). A series of papers from Guatemala, for
example, demonstrate that poor and indig-
enous communities face huge hurdles when
claiming equal voice in participatory spaces
due to embedded power structures (22, 31).
Several studies from Brazil also noted that
laws mandating community participation for
public service planning was in and of itself
not sufficient to change the social hierarchy
and racism entrenched in the social relations
between professionals, health officials, and
rural marginalized communities that use
public services (32).

The lack of public demand for participation
is also a result of low capacities linked to
education levels and an internalized sense of
disenfranchisement due to societal structures
(see Chapter 4, Section 4.7]. In Madagascar,
for example, community members expressed
their fear of speaking up unless they truly had
no other choice. One community health worker
explained, “if.. the ‘important men’ are there,
[villagers] don't express themselves much. But
if they are amongst themselves [in the commu-
nityl, they can be very vocal” [33).

These underlying challenges and power
imbalances need to first be acknowledged,
then counter-balanced, which a legal frame-
work alone may not be able to do - but it can
be a very good start.

Box 6.2

Legally mandated participatory
spaces in health: Examples

» District health committees

» Portugal’s Health Council (17)

» Thailand’s National Health Assembly (14)
» Brazil's Municipal Health Councils (32)

» Guatemala’s legally mandated citizen

participation in the monitoring & evaluation of
public services (Urban and Rural Development

Councils Act) (31)

While all countries should aspire to create
or strengthen institutionalized channels of
participation in health, their formal character
comes with specific challenges. Mechanisms
which are formalized tend to be steered and
influenced by those in formal positions, i.e.
those who already wield influence and power
(32]. In fact, the literature and case study data
indicate that marginalization can be easily
exacerbated in legally mandated, ‘invited’
spaces targeted counterbalancing
measures are put in place (8]. Formalized
spaces for participation thus risk becoming a
reflection of society’s power structures rather
than acting as an equalizer to it. Swamy
drives home this point in the Indian context
by describing how bottom-up accountabil-
ity and true social participation remains a

unless
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challenge because local elites can still impose
their views within through caste, gender, and
community-based norms to act in the name of
people (18] [see Chapter 3).

In essence, then, legal mandates risk insti-
tutionalizing societal inequalities unless the
legal framework recognizes and addresses
those risks to counter-balance them [see
Chapters 3 and 4 for counterbalancing meas-
ures).
decentralization efforts following the passage
of decentralization laws (Tanzania, Uganda,
Bangladesh, Indonesia, etc.) report extensively
on elite capture of local power and rent-seek-
ing behaviour simply shifting from central to

Several analyses of administrative

decentralized levels [(34-36]. The common
factorinallofthese decentralization processes
is the transfer of power from one authority
(central government] to another (local govern-
ment] with no safeguards ensured for power
to be actually conferred to people and com-
munities as well (37, 38]. As Ramiro notes for
the Philippines context, “mayors approved of
devolution because it gave them more ‘power’
or ‘control’ over health services. But if control
is seen as the most important dimension of
devolution, rather than democratization, this
is problematic for community participation”
(38]. The tall task, then, for those developing
legal frameworks impacting on participatory
processes is to take this reality into account.

Flores & Hernandez (31)
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Whether functional or not, having a participa-
tory space or a right to participation laid down
in a legal text protects the existence of a mech-
anism for people and communities to dia-
logue with the government on policy-relevant
topics [12). Put differently, the existence of
a legal framework covering participation
gives populations the (theoretical] possibility
to claim a right. In addition, even in settings
where the legal framework is not imple-
mented in practice, its very existence allows
for smoother and more rapid operationali-
zation of participatory spaces at a later date
when the window of opportunity arises. A case
in point here is the Health Council in Portu-
gal, anchored in a decree-law in 1990 but only
established in 2017, a full 27 years later. The
legal texts which gave the Health Council its
mandate in 2017 made explicit reference to
the 1990 intention and acknowledged that it
was not given effect earlier, thereby facilitat-
ing the path to its (delayed) set-up (39).

Where participation happens without an
explicit legal basis, providing for one can for-
malize and legitimize existing mechanisms,
thereby giving them a boost in policy priority,
access to funding, and/or capacity-build-
ing initiatives. In Guatemala, for example, a
decentralization law explicitly created com-
munity participation mechanisms, opening
up a formal space within which to place some
of the longstanding, well-functioning but

informal community decision-making plat-
forms. These community groups then had
easier access to expertise and monies, allow-
ing them to strengthen existing local services
they were struggling to put in place (22, 40J.
In South Africa, many community health com-
mittees have remained informal while waiting
for provincial legislation to give effect to the
National Health Act (2003]’s intentions, leaving
them with an unclear role, thus reducing their
potential influence on local health policy and
planning (12].

Box 6.3

Inclusion of marginalized groups

needs careful consideration in legal

framework design

» Recognize embedded and informal power

structures within societies and communities to
ensure that participation of marginalized groups

is not hindered by the legal framework.

» Use legal framework design to re-set power
imbalances which uphold the disproportionate
influence of some groups over others.

» Stipulate roles and responsibilities clearly
in legal frameworks to increase opportunities
for marginalized communities to participate in
decision-making.

> Create a legal environment (through the legal
framework) that gives more weight to
marginalized & vulnerable population
groupspublic services (Urban and Rural
Development Councils Act) (31).
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6.5 Legal frameworks: conditions which favour
an increase in participation

Legal frameworks have the potential to greatly
facilitate meaningful engagement in partic-
ipatory spaces when its design adequately

Box 6.4

A legal framework: (just) one of
several elements to amplify people’s
voice in health decision-making

Several actions must accompany the introduction
of a legal framework to facilitate its intended effect
in practice:

» foster an environment within participatory
spaces which minimizes power imbalances as
a key means to achieving meaningful and equal
social participation;

» be crystal clear about the objectives of the
participatory space, and communicate those
objectives well;

» be transparent about selection process, format,
and design;

> invest in capacity-building to empower all
stakeholders involved in the participation process
(and thus, to meaningfully contribute);

» create links between the participatory space
topics and the decision-making institutions which
have authority over those topics; and

» provide feedback to and continue engaging with
populations, communities, and civil society on
follow-up actions.
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addresses ingrained socio-political power
imbalances with provisions for levelling them
out (12, 41]. The framework’s details should
be purposefully designed so that it works in
favour of, and not against, increased people’s
voice (42]. In this vein, three key areas stand
out as pivotal: representation & selection
processes, roles & responsibilities in partic-
ipatory spaces, and funding modalities. An
essential point here is that, usually, all three
aspects should ideally be addressed concom-
itantly to ensure meaningful participation.
For example, roles & responsibilities may be
stipulated clearly in legal text but without any
budgetary mention, it will be challenging to
practically take on those roles (43). Or budget-
ary arrangements may be laid out legally but
without (legal) clarity regarding who should be
participating, monies might be spent on con-
sulting, for example, interest groups and large
NGOs who already have access to government
circles, and not necessarily those whose voice
needs amplification.

Basically, increasing people’s voice, and
building agency vis a vis health decision-mak-
ing is complex and requires a committed and
holistic approach. The different facilitating
factors are synergistic; documented experi-
ence shows that leveraging legal frameworks
to address one without the other can end up
in non-implementation (34] or insufficient
implementation (8, 16].

The three key areas which require integration
into legal texts are elaborated upon further in
the following section.
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The question of who takes part in participatory
spaces (representation] is of huge significance
in terms of levelling out the playing field in
terms of power and influence (see Chapter 3].
Safeguards should be put in place within the
legal text to reduce the disproportionate influ-
ence by those with more power (government,
interest groups (especially those with large
commercial interests or potential conflicts of
interest), majority groups, etc.). Bureaucratic
culture, professional paradigms, and societal
hierarchies are formidable barriers to over-
come (16, 37]; a legal framework can serve as
a catalyst for barrier break-down by explicitly
handing over structural influence to certain
population groups by stipulating details of the
set-up of participatory spaces. For example,
Thailand’s 2002 National Health Security Act
specifically mentions that the National Health
Security Board, which steers decision-making
on the Universal Coverage Scheme, should
include five representatives from nine civil
society constituencies (44]. Those nine con-
stituencies represent underserved or margin-
alized communities (mental health patients,
ethnic minorities, people living with HIV, etc.],
thereby (at least) structurally ensuring that
those voices are included.

When the wording and specific language is
not adequately thought through from the per-
spective of a representation and a level playing
field for participation, a legal framework can
end up being yet another limiting factor, in
addition to all of the other societal and social
ones, to meaningful population and civil
society engagement. For example, South Afri-
ca’s Western Cape Health Facility Boards and
Committees Act (2016) stipulates ministerial
appointments to the health committees with
nominations from “a body that, in the opinion
of the [Health Minister], is sufficiently repre-
sentative of the interests of the community or
communities concerned” [45]. This stipulation,
and the formulation used to explicate it, high-
lights the great discretion conferred to a gov-
ernment official to either bring in community
interests into facility committees, or not (8].

The above quote also lays bare the inherent
risks in designing a legal framework without
considering the consequences for the balance
of influence within the participatory space.
In the above example, the legal text ends up
consolidating the perspective and voice of a
government official whose views are already
dominant anyway, despite the very intent of
the facility boards and committees to give
voice to views which are less heard.
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Box 6.5

Lucidity regarding “who is supposed
to do what" lends legitimacy because:

(a) the person fulfilling the role is empowered
through legal clarity to undertake a new task;

(b) other relevant stakeholders are compelled to
recognize the new authority conferred by law;

(c) it confers transparency and public accountability
regarding decision-making.

Lack of role clarity has been cited in numerous
analyses of decentralization, and other legisla-
tion fostering participatory spaces, as a hinder-
ing factor for implementation (8, 12, 38, 46-48].
A case in point can be found in the Kenyan
experience where health sector decentraliza-
tion was challenged by “no clear terms of ref-
erence [n]or guidelines provided by national or
county governments for the composition, roles,
and mandates of [newly created, county-level]
structures” [46] [see Box 6.4). The same study
lamented the lack of clear role delineation
between the centre and the periphery, an issue
which has been documented widely (8, 12, 38,
46, 47). When unclear roles and responsibili-
ties are compounded by capacity deficiencies
within a newly created decentralized health
authority, activities perceived to be less urgent,
low in priority, or difficult to undertake such as

community engagement do not happen, or do
not happen as they should (8, 12, 38, 46, 47).
For laws creating new, or formalizing existing,
participatory mechanisms [(see Box 6.2, role
clarity is key to empowering each participant
to contribute equally while voicing their views,
expertise, and experience during deliberations.

A clearly defined function is thus crucial to
legitimizing the new role, especially when it is
potentially contested. New authority at local
level to engage with populations and commu-
nities, and accord them a formalized say in
decision-making, can upset the local balance
of power. However, when local authorities are
obliged to fulfil this responsibility with legal
clarity, the law can serve as a catalyser for
a new way of working. More importantly, a
legally legitimized role handed over to those in
society who traditionally wield less influence
over policies does not leave the door as open
for elite capture.

Meier et al. thus argue that clearly defined
responsibilities and functions should be
codified in legislation, especially the roles of
community representatives, and those of the
health authorities vis a vis the community
(12). The more the details of engagement are
spelled out in legal frameworks, the more
evident it is to each stakeholder what they are
supposed to do and how they are supposed to
do it [22]. Otherwise, experience shows that
loosely worded decentralization laws based
on principles alone have major difficulties
in fulfilling its intent of bringing health deci-
sion-making closer to the people (12, 19, 22,
47, 49, 50).
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Box 6.6

Role delineation during decentralization:

an example from Kenya

A public vote on decentralization in Kenya in
2010 led to the decision to shift public sector
governance, including health, to 47 newly
created semi-autonomous county govern-
ments. Following the vote, the central gov-
ernment originally intended to progressively
shift functions from central to county level
by helping to set up new county government
structures and by providing capacity training.
However, increasing political pressure led
to functions and mandates being shifted to
the county governors earlier than planned.
Mechanisms and structures to undertake
new functions were not yet operational nor
was there sufficient capacity in the exist-
ing workforce to take on new roles. Com-
pounding the challenge was the confusion
around how roles and responsibilities were
supposed to be newly distributed between
national and sub-national government
levels. This ambiguity led to interruptions
in health service delivery due to the inabil-
ity of counties to take up their management
and payroll functions. Health workers sub-
sequently went on a country-wide strike in

2013 which further disrupted health sector
operations.

Documentation on Kenya’s decentralization
process shows that, over time, some coun-
ties did manage to set up well-functioning
structures and assume decentralized func-
tions, including community engagement
activities. Indeed, these county government
cadres used their decision-making power
more frequently, fulfilling their decentrali-
zation mandate.

The Kenyan experience is a stark reminder
of the importance of establishing within
decentralization legislation clear and dis-
tinct roles between the national and sub-na-
tional levels. This experience also under-
lines the need to build knowledge and skills
(i.e. capacities) among the different actors to
prepare the implementation of decentraliza-
tion. Finally, the Kenyan example highlights
how shifting power closer to communities
needs to be accompanied with capacity
training and adequate resources (46).
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Many practitioners and experts elevate sus-
tained funding for participation to a pre-condi-
tion to effective participation (8, 11). Funding is
required for the government/organizer side to
ensure adequate preparation and supervision
of participatory processes, capacity-building,
and a smooth running of the participatory
space itself (35, 36, 48, 51]; funding is just as
crucial for communities and civil society to
off-set costs for volunteer participation (22,
52], permit core administrative operations
(47), enable collective deliberation (18], and

undertake many other tasks [see Chapter 3,
Section 3.6, and Chapter 4, Section 4.7) . If a
minimal level of financial resources is seen
as a pre-requisite for participation, a logical
consequence would be a mention at the very
least, and detailed stipulation at best, of
budget requirements for participatory spaces
in relevant legal frameworks (8).

The critical features of funding needed for par-
ticipatory spaces are stable and predictable
funding and not necessarily high levels of it. A
secure budget backed by a legal mandate can
facilitate funding stability enormously, besides

IS
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providing a basis to claim due funding (53).
Global documentation on decentralization
legislation evinces considerable challenges
faced in not only ensuring funding allocation
but, even when it is secured, problems with
fund disbursement (35, 42). When funding
does not flow as expected, lower-priority
activities such as community engagement are
often the first to be cut, especially given the
scepticism and sense of helplessness which
prevails in government and health facility
management circles in terms of the "how’ of
participation [37]). A budget line, approximate
budget levels, budgetary arrangements and/
or a budget formulation process specified
within the legislation for the activities touted
as the very rationale for decentralization helps
to pave the rocky path towards implementa-
tion (19).

As elaborated upon previously, new roles
are often conceived in participation-related
legislative frameworks which may not be
completely accepted by all stakeholders. Pre-
dictable and legally stipulated funding can add
legitimacy to a new role, empowering the new
role-holders (53). Frumence et al. describe
how the Tanzanian policy framework for
decentralized responsibilities was left vague
on funding levels and schedules, ultimately

leaving it to the discretion of central govern-
ment in practice. Study authors document
how that essentially led to inefficient and
inadequate funding, with weakened decen-
tralized authority (35). The same can happen
when resources which are supposed to be
used at the discretion of sub-national actors
are pre-allocated by central government (8,
36, 42]). A legal stipulation of budget levels can
forestall funds being thus earmarked, thereby
permitting more spending flexibility for local
actions such as community engagement (38].

Finally, legally fixing budgetary arrangements
for participatory spaces can nudge budgeted
activities to actually happen, despite the
numerous hurdles such work often faces.
Activities which are budgeted need to be
undertaken, documented, and reported on,
regardless of stakeholders’ views or capac-
ities to conduct the activity. And, as stated
throughout this handbook, the existence and
maintenance of a participatory space is gen-
erally positive, even if it is not entirely func-
tional - with all its faults in practice, it can give
exposure to all sides to ‘learn” participation,
build their capacities, refine the format &
design, and institutionalize the participatory
modus operandi (see Chapter 1).
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Box 6.7

The Community Health Fund in Thailand as an
integral part of the National Health Security Act

The National Health Security Act passed in
2002 following many years of advocacy by
civil society organizations. It was a mile-
stone in Thailand’s push towards universal
health coverage as it granted health service
access to 18.5 million previously uninsured
people (54). Participation is a prominent
element of the Act, implemented through
measures such as fixed civil society seats
in the National Health Security Board and
regular public hearings (41).

Another manifestation of the participation
clauses in the Act are the Community Health
Funds which are also operated jointly by

government officials and community repre-
sentatives (55). The budget for local health
promotion and prevention activities are thus
decided on with strong community input (56)
- activities such as raising public awareness
of preventive health measures and improv-
ing cooperation between communities and
local government for more responsive
health service delivery (51].

The Community Health Fund demonstrates
how the formal institutionalization of a
budgetary mechanism can lead to practical
community engagement and increase com-
munity ownership.

shy
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Rights are a source of power when enforced.
Examined from the balance of power lens
of a participatory space, an independent
rights-enforcing institution would bring com-
pelling countervailing power to those who
have less of it, namely those whose voices are
generally weaker, and whose health status
generally poorer.

The right to health and participation within
the health sector is linked to functional and
sincerely run participatory processes. Inde-
pendent institutions may be beneficial not only
to monitor the effectiveness of participatory
processes but also to propose and enforce
sanctions and remedies for failures [(11].
One such example is Thailand’s Independent
Complaints Unit set up within the remit of
the Universal Coverage Scheme - besides
disseminating simple information on patient
rights, its mission is to act as a mediator
between the population and the health system
and take action when appropriate services are
not received (41].

The global human rights community has
long advocated for the set-up and opera-
tionalization of national-level human rights
institutions (NHRI) to ensure enforcement of
the population’s rights (57). The principle of
a NHRI is a publicly-funded institution whose
statute allows it to operate independently
of government with the mandate to protect,
monitor and promote human rights [see Box
6.8]. Given that the right to health is intrin-
sically linked to the right to participation,
Potts asserts that “the State has the ultimate
obligation to...develop the institutional mecha-
nisms to ensure that participation takes place”
(11), whether it be through NHRIs or a sepa-
rate, specialized public body.

Potts thus emphasizes the importance of
a legislative requirement for participation
backed by an independent body tasked with
supporting and supervising fair and transpar-
ent participatory processes [(see Section 6.
The existence of such an institution with real
powers to do so has shown to be a defining
factor in fostering participation in many set-
tings (11, 17]. In other contexts, advocates
and researchers lament human rights which
mainly exist in theory and urge the opera-
tionalization of such an institution for rights
enforcement (8, 32).
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Box 6.8

Accrediting and supporting National
Human Rights Institutions: the Global
Alliance of National Human Rights
Institutions (GANHRI)

National Human Rights Institutions (NHRIs) are
state institutions set up with the intention of
protecting and promoting human rights. They
are explicitly independent from the government,
with specific legislative mandates varying across
countries. Usually a constitution, a human rights
act or institution-specific legislation lends the legal
basis for a NHRI. Examples of NHRIs are Human
Rights Commissions, Human Rights Ombudsman
Institutions, and Consultative and Advisory Bodies
for Human Rights. NHRIs are seen as an essential
bridge between individual rights and freedoms, and
the responsibilities of the state as an upholder of
rights (58).

The Office of the United Nations High Commissioner
for Human Rights (OHCHR) has invested heavily in
technical advice and support in setting up and/or
running an effective NHRI. OHCHR houses the Global
Alliance of National Human Rights Institutions
(GANHRI) which has 114 country members who are
accredited on a regular basis (57). GANRHI offers
an accreditation process for NHRIs to be officially
recognized as such, based on the UN Paris Principles
and strongly encouraged by the UN General
Assembly and the UN Human Rights Council.

GANRHI's governing body consists of a General
Assembly, the Bureau (i.e. a board of directors)
and its accreditation and finance sub-committees.
GANHRI s secretariat engages in global advocacy
and capacity building in the areas of business &
human rights, migration, persons with disabilities,
gender equality, rights of older persons, shrinking
democratic space, NHRIs in conflict and post-conflict
settings, and SDGs.
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The independence of such an institution is
crucial given that claiming rights can be dan-
gerous and can upset established interests.
In India, more than 70 murders are attrib-
uted to requests for access to documents
under Freedom of Information legislation
(18]. In Guatemala, community members who
addressed local government officials with
access to medicine complaints were harassed
and intimidated (31). Such grim realities stress
the need for institutional support to those
claiming rights through whichever means,
including through participatory spaces.
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6.6 Capacity aspects to consider: Fulfilling the
intent of legal frameworks on participation

A provision which is often left out of legislation
which facilitates participationis the need to build
the capacity to enter, engage with, and maintain
a participatory space. For example, decentrali-
zation laws mostly do not make provisions for
capacity-building for decentralized entities to
take on new responsibilities, including the task
of reaching out to communities to bring in their
voice into localized decision-making. Tsofa et
al. lament the hasty drafting and passage of
Kenya's new constitution in 2010 which places
extensive (additional) requirements on devolved
governments to engage with the public but
without the requisite training, coaching, and
supervision for county authorities to do so (31,
46). Yet the need for capacity-building offers a
fitting entry point for governments to engage
more closely with communities following the
passage of a new legal framework affirming
participation. Governments can, for example,
seek out civil society organizations to partner
with as many are prompted by new legislation
to support communities with capacity-building
initiatives (31].

Overall participation-related capacity needs for
populations, communities, and civil society, and
for government, is covered in depth in chapter
4 of this handbook. In this section, however, we
wish to raise awareness on specific capacity
issues which may serve as an indicator for the
optimal moment to bring in legislation affecting
participation. These same issues can also be
seen as preparatory steps which can smoothen
the path towards implementation of a law, in
anticipation of its passage.

A political window of opportunity for legal
frameworks anchoring the right to participation
is often linked to times of change, post-crisis
reform, and other far-reaching, historical cir-
cumstances. The examples are endless, from
the post-Apartheid democratic start in South
Africa to the Burkina Faso uprising of 2014 to
Tunisia’s 2011 Arab Spring revolution. Events
such as these are usually a culmination of civic
action laying claim to a fairer, more democra-
tized society and, in terms of health, a right to
have a say in how health systems are shaped.

Legal frameworks which are ushered in during
such moments can help introduce and anchor
a mentality of participation in the health
and public sectors by formalizing mecha-
nisms which exist and already work well. For
example, in Apartheid-era South Africa, civil
society organizations were active in providing
health services to township communities. The
post-Apartheid democratic government sought
to capitalize on this experience and capacity
by formalizing Community Health Committees
in its 2003 National Health Act [12). Another
example comes from Peru where the Local
Committees for Health Administration (CLAS)
were anchored in the legal texts linked to
health sector reform in the 1990s; the CLAS
was borne out of “grassroots self-help circles
that developed from the economic and political
crises of the 1980s” (48], capitalizing on their
organization, links to communities, and experi-
ence in social participation.
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Box 6.9

The recognition of the right to health in the 2014

Egyptian constitution

Following Egypt’s popular uprising in 2011,
a new constitution that would explicitly state
fundamental rights was seen as an impor-
tant foundation for tackling prevailing social
and economic inequalities. Past constitu-
tions did not explicitly mention people’s right
to health (59). This issue, however, mobilized
civil society organizations that began organ-
izing to effectively influence the Constitu-
tion’s content to be inclusive and broad in its
formulation of the right to health.

A draft constitution was approved in 2012.
Despite being a big leap forward compared
to previous ones, it failed to fully meet civic
demands and expectations, with civil society
especially criticizing the omission of an
explicit commitment to the right to health.
Looking back, civil society recognized their
own lack of a coordinated approach to the
2012 draft, with separate proposed articles
on health sent in a piecemeal fashion to the
Constitution Writing Committee (59).

However, a window of opportunity to revise
the document and address persisting
defects arose with some political turmoil
and a change in government. Civil society
took stock of their first round experience
and, this time, formed a coalition to jointly
coordinate advocacy efforts targeting poli-
cy-makers. Given the political context, the
latter were particularly sensitive to people’s
perceptions.

The coalition conducted a two-month, inter-
nal consultation process which included
working group sessions and meetings with
political parties, ministry officials, academ-
ics, labour unions, etc. Their first proposed
article was returned by the Constitution
Writing Committee with a request for mod-
ifications. The civil society coalition then
brought in further partners to ensure an
even more broad-based coalition member-
ship and formulated ‘Minimal Requirements
Documents’, a list of simple, one-phrase,
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minimal requirements covering all human
rights, including four on health, including
the right to health (60).

In parallel, civil society invested heavily in
a public advocacy effort to build large-scale
buy-in not only within the actors of the coa-
lition but also with other key stakeholders,
including the public. In the end, most of the
minimal requirements for health were taken
forward by the Writing Committee and later
approved in a public referendum in 2014.
Finally, Article 18 of the Egyptian constitu-
tionincluded the right to health to all without
discrimination, a milestone in the country’s
history (61), and fruit of a collective coopera-
tion and coordinated effort at all levels.

All in all, the Egyptian grassroots move-
ment and civil society action provided fertile
ground for the passage of a landmark legal
framework, its 2014 constitution. Civil soci-
ety’s agile alliance-building helped channel
and coordinate successful efforts targeting
decision-makers and the public. The fruits
of Egypt’'s active grassroots and able civil
society is the state’s legal obligation to fulfil
the population’s right to health.
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When an opportune moment arises to bringina
legal framework which opens avenues for more
participatory activity in health, policy-makers
would do well to review and understand exist-
ing mechanisms and know-how. The intention
for doing so would be to formalize those com-
munity structures, or elements of them, which
function well and enjoy broad acceptance in
the population (8] (for caveats in doing so, see
Chapter 7, Section 7.5]. Existing community
knowledge can thus be leveraged right away
to put the legal framework into action, thereby
facilitating its anchorage into the mentality of
sectoral operations (32, 37]. At the same time,
an indication that the time is ripe for a legisla-
tive text may be the level of grassroots action
and civil society activity already ‘doing’ partic-
ipation in a sophisticated way (22, 41]. A high
level of grassroots action is often a product of
increasing civil society capacity and a growing
population consciousness of their own rights
(31). Bestowing a legal framework upon such
action can ensure that the realization of health
rights withstands the test of future politics.

The challenge here is to ensure that the
readiness of communities to play an active
role in participatory spaces is matched by a
readiness of government stakeholders to rec-
ognize its potential to improve policy-making
and their capacity to manage participatory
spaces. This is the moment where investment
in government capacity-building needs to be
prioritized in order for participation to become
part of the health sector's modus operandi
(see Chapter 4).

As iterated previously, legal frameworks in
and of themselves do not make participation
happen in practice. Even with sincere intent,
the challenge of implementation can be formi-
dable, especially when a new way of working
or novel structures need setting up and
operationalization.

Making a legal framework work practically
means preparing it well; this includes not just
drafting the legal text but also working with all
relevant stakeholders to ensure that functional
structures are in place to take on new roles and
responsibilities once the text enters into force
(35, 38, 53). Ideally, strengthening existing or
creating new structures to be ready and func-
tional would happen in parallel to outlining the
legal text. In fact, the two tasks go hand in hand
as those very structures should be detailed
in the legal framework with input from those
involved in those structures on the ground. In
essence, the process of jointly stipulating legal
framework details is vital for a common under-
standing of what the participatory space is and
will be (8]. Contestation of what a participatory
space is can paralyze it, thereby making in
non-functional.
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“Functional” in this case refers to human
resources to match new or restructured roles
and the capacity to fulfil the roles as per the
terms of reference within the new structures.
Otherwise, experience has shown the high risk
of legal frameworks not being implemented
(62], being implemented with considerable
delays (12, 46], of faulty implementation (8, 43,
46), or implementation which goes against the
spirit and objectives of the framework itself
(31). In practice, this can mean infrequency of
meetings or events, poor attendance not always
including the target audience, high turnover of
members or volunteers, administrative prob-
lems such as lack of minute-taking and poor
financial management (8, 22].

More fundamental challenges given promi-
nence earlier in this chapter can crop up in the
vacuum that exists when functional structures
are missing. Elite capture, conflicts of inter-
ests, and disproportionate influence of vested
interests all strike fertile ground when struc-
tures are not functional to counter-balance and
manage them (31].

Capacities of the people working in the partic-
ipatory structures are basically what renders
them functional (19, 46]. Having the necessary
absolute number of human resources needed
for the new roles can be achieved by either
strengthening existing structures (building
their capacities and potentially repurposing

them) (18], or by hiring new staff with the right
capacities to set up a new structure. Even for
the latter, capacity-building initiatives might be
necessary to fine-tune skill sets to match the
needs of the participatory space. Functional
structures which exist and are doing well may
be an indication of an opportune moment to
introduce the idea of a legal framework to for-
malize them.

Otherwise, functional structures take time to
set up and operationalize; therefore, relying
on existing structures based on context may
be advisable in some settings (see Chapter 7).
Either way, the time factor also highlights the
need to work on those structures in prepara-
tion of a legal framework to come and not after
the fact.
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6.7 Conclusion

Legal frameworks affect the quantity and
quality of participation. They have the poten-
tial to contribute to an equalization of power
relations by stipulating a legitimate role,
backed by a budget, to those whose voices are
traditionally less heard - thereby giving both a
legal and a practical boost to the very objective
of participatory spaces. The potential of legal
frameworks to facilitate a level playing field
within a participatory space is huge as the
imbalance of power relations is a reflection
of entrenched norms and practices in society
which are formidable barriers to overcome
otherwise.

That being said, it is important to keep in
mind that one need not wait for legislation to
pass for participatory activity to take place in
the health sector. Indeed, this chapter offers
insightsintovibrant participatory spaceswhich
began informally before becoming formalized

in law. In fact, there might be an opportune,
or ‘right’, time for formalization in some
settings as formalization has its caveats. For
example, formal participatory mechanisms
tend to be steered and influenced by those in
formal positions, i.e. those who already wield
influence and power, potentially exacerbating
marginalization.

Nevertheless, a participatory space or a right
to participation enshrined in a legal text gives
populations the possibility, at least theoret-
ically, to claim a right. It is better to have it
than not; it certainly helps instil a culture of
participation which needs to be built over
time. Those long-term investments include
preparing the ground for legal framework
implementation by investing in capacities and
stakeholder buy-in for the practicalities of
implementation.
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7.1 Introduction

The handbook has until now focused strongly
on setting up and/or strengthening participa-
tory spaces which feed into the formulation
of health policies. The issue of how to ensure
longer-term sustainability of these spaces is
often ignored in the midst of the considerable
effort it takes to set up and manage partici-
patory processes. Yet the inevitable challenge
of sustaining participatory engagement will
emerge once the spaces are operational, either
sooner or later - but the actions required
to ensure sustainability are most effective
when reflected on as part of its set-up and
operationalization.

Sustaining participatory engagement over
time implies ensuring long-term motivation,
interest, capacity, and funding for participatory
spaces by all stakeholders - government cadres
as well as the population, communities, and
civil society. It is important to think it through
well as it affects not only the continuity of these
spaces in the future, but also how far a culture
of participation becomes rooted into a country’s
health sector psyche, thereby impacting on the
extent of institutionalization of the participatory
mindset.

Institutionalization of participation within
the health sector landscape requires giving
people a good reason to keep participating
on a regular basis over time. It involves con-
stant exposure to participatory activities, and
the relation-building which is necessary to
support meaningful interaction. Putting all
stakeholders at ease and familiar with the
notion of interacting with each other requires
not only the participatory platform itself but
one which sufficiently galvanizes people to
come and give their input repeatedly over
time.
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7.2 Objectives of the chapter

This chapter aims to provide readers with
an overview of actions which a policy-maker
can undertake, issues they can attempt to
influence, and/or simply keep in mind which
positively contribute to participatory spaces
remaining functional and sustainable in the
long run.

It will become increasingly clear that many of
the actions recommended overlap with best
practice examples or guidance already cited in
this handbook for general participation-related
objectives such as ensuring good representa-
tiveness, strengthening capacity, and increas-
ing policy uptake. Here, however, we focus on
how those actions as described in chapters
3-6 also contribute to the goal of a long-term
sustainable participatory space. The overlaps
across the best practices highlighted in the
various chapters of this book illustrate the syn-
ergies that many of these actions can achieve as
they bolster different features of a robust par-
ticipatory space simultaneously. As explained
in chapter 2, well-functioning participatory

spaces can invigorate the surrounding partic-
ipatory environment and culture and render it
more enabling. The virtuous cycle stimulated
and supported by targeted measures to main-
tain capacity and enthusiasm to participate
should therefore not be underestimated.

In the next section, a brief conceptual clari-
fication will be given on what is meant in this
chapter by ‘sustaining participatory engage-
ment over time’. Some key issues to consider
will then be laid out, followed by an expla-
nation of factors for policy-maker reflection
which increase sustainability in participation.
The latter explanation is divided into a section
related to format and design factors of the
participatory space and a section on the nec-
essary capacities needed by stakeholders to
engage adequately in a participatory space.




7.3 Sustaining participation over time:

conceptual clarification

The participatory spaces which have been in
operation for longer periods of time all meet
roadblocks in keeping participants motivated
to continue giving their volunteer, mostly
unpaid, and at times unrecognized, effort.
Unlike the policy-makers and experts who
often engage in participatory spaces as part
of their core areas of work, and are thus
remunerated, appreciated, and even lauded
for their effort, volunteer-participants have
opportunity costs, sometimes enormous, for
partaking in participatory processes [1-3).
Hence, addressing many of the underlying
reasons for those large opportunity costs, or
providing motivating reasons for people to
accept them, can help sustain participatory
spaces. In addition, building and maintaining

capacities of government cadres is crucial to
fostering a public sector mindset which sees
participation as unambiguously necessary
rather than an added extra.

Political will is an overarching theme which
clearly affects the sustainability of participa-
tory spaces. This is not specifically addressed
here; however, when all of the factors men-
tioned in this chapter come together to nurture
a culture of participation and its institutionali-
zation, participatory spaces can become more
independent from political will (4). In a sense,
this is the ultimate form of sustainability as
participation becomes linked to institutions
rather than people and politics.
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7.4 Factors which contribute to increasing sustainability
of participatory engagement: key issues to reflect on

Virtuous cycle: a culture of
participation fosters sustainability
of participatory spaces and vice
versa

A culture of participation includes a package
of legislation affirming the right to health and
participation [see Chapter 4] as well as the
institutions to accompany the legal framework
to build capacities [see Chapter 4, ensure
adequate representation (see Chapter 3J, and
enable regular, broad-based government—
people-civil society dialogue. It also implies
that the population feels a sense of duty to
provide input, express oneself, and participate
with a feedback loop [see Chapter 5) demon-
strating that participatory processes are not
conducted in vain, and are taken seriously.
These different elements of a culture of par-
ticipation interact with each other synergis-
tically to strengthen its foundation, making
participatory spaces resilient to shocks and
sustainable in the long term.

As reiterated throughout this book, repeated
exposure to participatory processes which
foster dialogue with people and groups who
are different from oneself is the best way to
build a culture of participation. For policy-
makers, this means that even a minimum of
effort to maintain dialogue and interaction
with the population, communities, and civil
society can go a long way in the capacity-
building process for all sides, including for
policy-makers themselves.

Exposure of different stakeholders to each
other, and to the varied perspectives on
the same topic, can break down barriers of
communication and build respect for each
other despite differing views - a basis which
smoothens the path towards policy solutions.
This is at the heart of a "culture of participa-
tion’, i.e. seeking policy solutions through
dialogue and institutionalized exchange. Once
it becomes part of a health sector’s DNA, sus-
taining participatory spaces in the longer term
need not require an extra effort as it happens
more organically.

A culture of participation relies on trust and
respectful relationships. As a Mexican civil
society representative reflects on interaction
with policy-makers: “[T]hey saw us arrive with
our analysis and saw that... there was feedback,
a relationship of professional trust was estab-
lished, which you have to earn” [5). A Mexican
government representative shared the view,
explaining why the collaboration with civil
society was fruitful: “There was already a
relationship. [Civil society] has been part of the
inter-agency group on reproductive health for
many years. | already knew [them] and there
was already a cordial relationship” (4). Such
relationships can sustain participatory spaces
even when enthusiasm abates or politics
shifts priorities away from participation.

Patiently sowing the seeds for a long-term and
sustainable participatory culture, one where
stakeholders from all sides feel that they
co-own participatory spaces (1], goes hand in
hand with formalizing them, as explained in
the next section.
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Formalization and
institutionalization of participatory
spaces can contribute to long-term
sustainability

Ultimately, maintaining participatory engage-
ment in the long term means moving towards
institutionalization of the participation mind-
set into the modus operandi of a country’s
health institutions. The repercussions of
formalization and institutionalization can be
significant in terms of the mandate given to
stakeholders to participate and conduct par-
ticipatory processes, the funding available for
participatory spaces and civil society, and the
value it is given in policy circles.

Formalization does not necessarily require
a legal mandate although it is eventually
more advantageous to have one than to not
have one [see Chapter 4). What formalization
implies in the context of this handbook is that
policy-makers have a work plan and budget
for participatory processes at the very least,
and are thus also evaluated against it. A step
further would be to institutionalize the partici-
patory process through policies and directives.
By rendering participation mandatory, stake-
holders’ exposure to each other is also inher-
ently mandatory, increasing the frequency of
face time which fosters a sustainable culture
of participation.

An example can be found in the decentraliza-
tion legislation of many countries which has
opened up formal mechanisms for community
participation in health - in some settings, they
did not exist before decentralization happened;
in other places, decentralization served to
formalize pre-existing dialogue initiatives (see
Chapter 4). In Canada, for example, “region-
alization” facilitated the latter, by giving local
authorities, who were closer to communities
and local civil society, a more formal mandate
to strengthen partnerships to the benefit of
people’s health in the region (7). In Guatemalan
mountain communities, the decentralization
law’s Community Council mechanism legiti-
mized existing participatory spaces at local
level, giving them more access to funding and
capacity training (8.

Policy or legal initiatives to formalize, legalize,
and/or institutionalize participatory engage-
ment offer opportunities to plant strong roots
for an inclusive way of working in health. It
offers continuity in engagement, predicta-
bility of participatory space operations, and
most importantly, safeguards its future from
potential political interference. As a Steering
Committee member of the Societal Dialogue
for Health in Tunisia aptly put it: “[Aln institu-
tion for societal dialogue must be maintained,
it must remain in continuity, [therefore] it must
become one of the institutions of the State, it
must not be eliminated” (9. While there may
be caveats for institutionalizing too hastily
[see Chapter 6, it should be reflected on thor-
oughly with regards to sustaining participation
as a modus operandi into the future.
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Long-term, stable funding for
participatory spaces and for civil
society

Ensuring that participatory spaces are sus-
tained over time involves stable and predict-
able funding for those spaces. Studies point
to the features of stability and predictability
rather than to high amounts of funding as
pivotal to sustainability. Indeed, Jacobs et al.’s
comparative study of local participatory struc-
tures versus international NGO-financed ones
in Cambodia found that the former had higher
participation levels compared to the latter
(10]. Local structures usually only had small
levels of funding from local sources but they
were more predictable than monies coming
from foreign sources.

Mexican civil society stakeholders also
alluded to stability in funding as a key factor
enabling long-term operational planning
and sustainability in participation (5], as did
civil society members of the National Health
Council (NHC) in Portugal (11]. The costs for
NHC civil society participation were not reim-
bursed by a dedicated budget which meant
that a heavy reliance on volunteers was nec-
essary, threatening the ability to continue
participatory activities. Here also, civil society
reflections were largely centred around cost
off-setting and not necessarily on high levels
of operational funding.

Of course, a lack of sufficient levels of funding
can negatively affect capacity and the ability to
engage with stakeholders. The issue of civil
society capacity is a key factor interrelated
with sustainable participatory engagement,
and is elaborated upon further in section é.

Funding shortfalls carries with it the risk of
overreliance on volunteer individuals rather
than on the institution of civil society [12]. Civil
society stakeholders in Burkina Faso stressed
the need for stable, and not project-based,
funding for CSOs to do basic tasks such as
coordinate, dialogue with each other, and
create networks [13] - very much akin to civil
society institution-building.

It is important to note that stable funding for
government’'s own tasks of maintaining and
managing participatory spaces is needed
as well - the lack of a fixed budget line can
render the participatory space more suscepti-
ble to individual civil servant and political will
[see Chapter 6). The very notion of sustaina-
bility in participatory spaces rests on its long-
term staying power, regardless of individuals
or politics.
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7.5 Format and design elements which support
sustainability of participatory engagement

Follow-up mechanisms help
maintain the motivation to
participate

An unsurprising yet key finding from the
handbook analysis is that seeing the fruits of
the effort made to participate is a powerful
motivator for people to continue participat-
ing. In Mexico, the budget advocacy efforts
by the civil society coalition recorded small
successes (such as state governments’ timely
publication of the quarterly expenditure
report] which kept motivation high for civil
society to push further to ultimately achieve
larger wins (12]. In Portugal, Health Council
civil society members repeatedly held up the
Council's legal mandate and its official advi-
sory role to the Health Ministry as an encour-
aging factor for participation [11]. The link to
decision-making spheres (in other words, an
explicit link between ‘data’ and ‘decision’ from
the chapter 5, figure 1] and the opportunity
to directly influence them obviously helped
attract volunteers.

On the flip side, disappointment was expressed
by not only civil society but also private sector
participants of the Thai National Health
Assembly (NHA] that many resolutions were

not always sufficiently followed up on by gov-
ernment cadres, leading to waning enthusiasm
for participation amongst some population
groups (4). Indeed, stakeholders in Tunisia
echoed this sentiment as well after the first
few years of the Societal Dialogue for Health.
One civil society participant underlined that
“Ip]eople [are getting] tired... because there is
no political will” [14). He regretted further that
the Societal Dialogue for Health proposals
“could not have [the attention of] the ministry.
| was a member in several workshops and in
reality we got tired” [14].

A solution to this is offered by the Thailand
example where a Committee for Resolution
Follow-up was created in response to com-
plaints that the fruits of people’s tremendous
NHA inputs needed to lead to visible results
(4). This Committee includes civil society, and
specifically scrutinizes all NHA resolutions
which have not had policy follow-up, analyses
why not, and takes action at the necessary
political level to find a solution. This might
mean working with targeted civil society
organizations and regional health authorities
to ensure unblocking of funds to move imple-
mentation forward. It has also meant contact-
ing Minister-level cadres to begin a dialogue
on the resolution topic.
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Having visible results for a participatory
process implies that stakeholders are clear
in the first place with regards to what the
expected results should be. As explained in
earlier chapters, policy-maker-organizers of
participatory spaces often do not sufficiently
outline the objectives nor expected results of a
participatory process. Not doing so can distort
people’s expectations, cause disappointment,
and lower the motivation to participate.

Once the objective and expected results are
understood broadly by all stakeholders, the
Thai example suggests that a formal mecha-
nism for follow-up may be necessary in some
cases. Including civil society in that follow-up
venture, similar to the NHA Resolution Fol-
low-up Committee, gives civil society the
same perspective as government (and others)
of the challenges of implementation and
demonstrating results, while in the full knowl-
edge that the efforts are being (jointly) taken.

Another lesson one can draw from the Thai
example is that the solution may not always
involve an official health policy. Implementa-
tion on the ground can be undertaken in many
ways; sometimes, it simply involves speed-
ing up administrative procedures to ensure
that funds are available and partnering with
civil society to launch concrete action where
needed.

Locally respected and trusted
community representatives are
crucial resources to integrate into a
participant selection strategy

Examples from the handbook case studies
and the literature demonstrate that commu-
nity and civil society leaders have a significant
role to play in increasing and maintaining pop-
ulation, community, and civil society partici-
pation levels. In Calgary Health Region (CHR),
Canada, the Salvation Army was a trusted civil
society leader on women'’s health issues [see
Box 7.3)]; the collaboration between the CHR
and the Salvation Army was pivotal in main-
taining women'’s voice in local health policy
when regionalization threatened to go in a
different direction (7). In the Islamic Repub-
lic of Iran, dialogue with community leaders
helped maintain participation levels in Com-
munity-Based Health Programmes (15]. In
Cambodia, monks as faith-based community
leaders were used as a vehicle for community
participation by development agencies due to
the trust and respect they enjoyed. In fact, the
interviews conducted with Cambodian women
in Jacobs et al.’s study demonstrated that they
were more willing to disclose a health or per-
sonal problem with a faith-based community
leader than with a community representative
who was elected into the newly formed district
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health committee system (10]. Finally, in the
Guatemalan example mentioned earlier, the
mountain  community’s Council members
were clearly trusted and respected leaders
who were sensitive to community needs and
perceptions which positively influenced the
success of a local water management pro-
gramme (8).

A caveat with local leadership is that they,
indeed, must be sensitive to community
needs, especially of those whose voices are
less heard. The risk of reinforcing long-stand-
ing power relationships and gender biases is
real when collaborating with local leaders, as
highlighted by a study from rural Ghana's Com-
munity-Based Health Planning and Services
(CHPS) programme. Baatiema et al. found that
community participation was well-sustained
by using pre-existing community structures
as it facilitated the use of local resources
and alignment with community interests (16].

However, local structures also reinforced a
male-dominated community leadership com-
mittee and a vertical management style which
continued to leave women and young people
behind. As highlighted in chapter 2, power
imbalances exist at the micro levels of society
as well, and these need to be accounted for
while keeping the vision to sustain participa-
tory spaces in the long term.

A lesson for country governments is to
analyse, understand, and get sensitized to
broader power structures, including local
dynamics, while engaging with communities
(see Chapter 2]. In addition, as emphasized in
chapter 3, combining different participatory
techniques to engage differently with different
community sub-groups might allow for frank
feedback from all groups. For example, in
addition to working with community leaders
on programmatic issues, it might be useful to
do specific focus group sessions with groups
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whose voices are heard less, such as women
in the Ghana example. This approach bore fruit
in Tunisia during the phase 1 of their Societal
Dialogue for Health programme which involved
mixing various population and community
engagement methods, including open-mike
sessions, focus groups, and citizen jury consul-
tations. The focus groups targeted those who
were not participating actively otherwise, such
as single mothers, handicapped people, etc.
This enabled a wide range of views to feed into
the societal dialogue to re-orient the health
sector after the Arab Spring revolution (17].

© WHO /. TDR /' Andy Craggs

Clearly, not all local leaders are the same;
governments interested in sustaining com-
munity participation must find a way to seek
out leaders with requisite (local] expertise and
knowledge. The leaders in the positive exam-
ples mentioned above have demonstrated
long-term commitment to the community,
which has earned them trust and respect.
Their own intrinsic motivation lent them a
drive and an organic sense of ownership for
initiating, managing, and monitoring projects
to the long-term benefit of the community.
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Box 7.1

Cambodia: using established community
structures to maintain community engagement

over time

Introduction

Based on reviews of earlier community
participation experiences, the Cambodian
government’s National Health Policy in 2002
embedded a social participation mechanism
into health centre management. A Health
Centre Management Committee (HCMC) and
a Village Health Support Group (VHSG) were
created in the 2002 Policy, the former being
community-led support to health centre oper-
ations and the latter being a liaison between
the community and the health centre.

Both Ui etal. (18] and Jacobs et al. (10) exam-
ined how NGOs can facilitate and strengthen
community participation in Cambodia. Ui. et
al. focused on local, Cambodian-based and
Cambodian-run NGOs (with no international
links); Jacobs et al. compared two aid-sup-
ported programmes - one which created
new community structures and one which
sought out existing structures to strengthen.

Using existing community structures has
advantages

External aid-dependent community struc-
tures have been criticized as difficult to
sustain when funding ends. In addition,
stakeholder motivation may be linked to
extrinsic financial factors rather than being
primarily based on a real commitment to
the community. Ui et al. found that local-
ly-based, -funded, and -run NGOs displayed
a clear long-term commitment without large
financial inputs. In fact, they argue that not
being aid-dependent meant that they were
more pro-active in pursuing their objectives,
without an attitude of dependency towards
government or external funding.

In many Cambodian districts, the HCMC and
VHSGs existed only nominally. Collaboration
with local NGOs were found to make these
structures more functional as the local
NGOs nurtured a community base over the
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long term, liaised and communicated with
the community, and assisted in health centre
management. These three functions are very
similar to what the HCMC and VHSG are sup-
posed to do but, as Jacobs et al. corroborate,
using existing local community structures
is more effective than creating new ones.
By linking existing structures to the newly
created HCMC and VHSG in this case allowed
the latter to be more immediately functional.

Jacobs et al. also emphasize that the selec-
tion of the right leaders, i.e those who are
locally respected and trusted, contributed
to sustained participation; these findings
are supported by other studies from diverse
country contexts (19-23). In Jacob et al.’s
Cambodian comparative study, local NGOs
were immediately able to identify and
connect with the right leaders due to their
intimate local knowledge and longstanding
connections.

Implications for policy-makers
These two in-depth insights into community

participation initiatives in Cambodia offer
several lessons for national governments to

ensure long-term community participation
over time. The most obvious one is to be
aware that, when engaging with commu-
nities for policy-making, existing, trusted
community structures may be more func-
tional and reliable in terms of community
needs. If policy-makers are working on civil
society and community capacity-building,
seeking out existing structures and evaluat-
ing their functionality is therefore key.

When local NGO and community structures
orient authorities towards real community
health needs, an enabling environment for
participation is nurtured (18). Study authors
conclude that “the importance of a long-
term community-based and comprehensive
approach... leads to increased participation
with sustainable motivation of stakehold-
ers” (18]. In contexts of external funding for
NGOs, national governments would be well
placed to encourage small seed funding for
community participation work over longer
periods of time to discourage attitudes of
dependency and allow sufficient time and
effort to build social capital in communities.
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7.6 Capacities & their influence on maintaining
the motivation to participate

High capacity of community

groups and civil society, as well

as government, contributes to a
long-term outlook for participatory
spaces

As laid out in chapter 4, high-capacity groups
or organizations such as the Community
Council members in the mountain commu-
nities of Guatemala or the Salvation Army in
Alberta, Canada are able to better engage with
decision-makers and policy processes. Their
capacity is linked to knowledge and experi-
ence with a community or certain issues, a
legitimacy they enjoy in the eyes of the public,
the ability to access funding, etc. A robust
civil society has an interest in ensuring that
participatory spaces continue to exist and are
adequately maintained and funded over time.

Strong government capacities in the area
of participatory governance is also key to
anchoring participatory thinking into the
health sector modus operandi. Government
cadres who do not understand the need for
participatory spaces nor feel confident to
undertake participatory action are obviously
more likely to let go of tasks related to par-
ticipatory engagement. In chapter 4, the
different capacity dimensions are explained
in depth, beginning with the recognition that

participation is necessary and can give added
value to policy processes; technical skills to
be able to manage the complexity of a partic-
ipatory process; and communication skills to
enable fruitful collaboration with the popu-
lation, communities, and civil society. These
capacities mutually reinforce each other, and
investing in them can firm the foundations for
a strong participatory mentality in the health
sector.

Government support for capacity-building ini-
tiatives have shown to be a motivating factor
for volunteers to continue giving their time.
For example, non-financial incentives such as
training programmes and upskilling courses
proved effective in Iranian Community-Based
Health Programmes (CBHP) in attracting and
maintaining volunteers’ participation [15).
Community health workers in India were also
given extensive training and capacity-building
as part of their incentive package in order to
attract volunteers (24). An example of Thai-
land’s long-term civil society capacity-building
strategy through sustainable funding is given
in box 2, and can be used as an inspiration for
other countries.
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Box 7.2

Investing in civil society capacities:

an example from Thailand

Thailand supports capacity-building activ-
ities for civil society in the health sector
through many means, including through the
Thai Health Promotion Foundation and the
National Health Commission Office.

The Thai Health Promotion Foundation
(‘ThaiHealth’) receives its revenue from a two
percent’ surcharge of excise taxes on tobacco
and alcohol (25]. The fund is an autonomous
government body, so somewhat less suscep-
tible to government changes and politics. It
supports health promotion activities with
explicit funding to civil society to build its
capacity for health sector advocacy, evidence
generation, and building and maintaining
ties to communities and affected parties.

The National Health Commission Office
(NHCO) in Thailand conducts the National
Health Assembly each year, a three-day
event geared at discussing prominent health
issues with different population groups and
civil society for purposes of health policy

development. The NHCO spends much of its
staff time and resources in building capacity
of those very population groups and civil
society organizations to engage more effec-
tively with the Health Assembly process. The
NHCO’s efforts have greatly contributed to
increasing civil society ability to liaise with
the grassroots and better understand and
represent communities, thereby increasing
their legitimacy in the eyes of both the com-
munities themselves as well as government
bodies (4).

The funding provided by ThaiHealth as well
as the capacity-building efforts of NHCO have
aided civil society organizations to invest in
evidence generation and partnerships with
research institutions, thereby allowing them
to negotiate and advocate with government
partners with feasible and evidence-in-
formed policy options (264]. It has fostered
a strong civil society base who support and
keep up demand for participatory spaces to
be maintained and given priority.
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Capitalizing on intrinsic motivation
to participate

Intrinsic motivation of communities and the
population to contribute to their country’s
development can be leveraged more effec-
tively by governments to ensure sustained
participation over time. In a review of 13
community-based health programmes in the
Islamic Republic of Iran, altruism came out as
a key motivating factor drawing in volunteers
(15]. In a recent Pacific Island study examining
community participation in a malaria elimi-
nation programme, community cohesion and
high levels of social capital led to sustaining
good levels of participation (27]. In a Cambo-
dian study, the existing pagoda structure was
used to strengthen community participation in
health because of the monks’ non-materialist,
selfless community commitment (18). These
examples demonstrate how powerful intrin-
sic motivation can potentially be, giving pol-
icy-makers a good reason to capitalize on it.

How best can that be done? In the Islamic
Republic of Iran, making volunteers feel
appreciated, either simply verbally or through
non-financial means (training and refresher
courses, upskilling], came out of stakeholder
interviews as a factor which reinforced intrin-
sic motivation (28]. In Cambodia, seeking out
intrinsically motivated community members
and leaders led to increased community par-
ticipation and higher health centre utilization
rates in relation to the district in comparison
(10]. Other studies have demonstrated that
witnessing tangible and timely follow-up to
one’s input (see Section 7.5] keeps intrinsic
motivation levels high (29, 30].

An illustration from Guatemala’s mountain
community underlines that intrinsic motiva-
tion cannot be taken for granted, and must be
cultivated and supported in younger genera-
tions (8]. Interviews with Community Council
members evinced a lucid and unambiguous
intrinsic motivation by the members who had
been participating for over 30 years. Study
authors even observe that “the cohesion and
integration that exist in this community... is a
product of the villagers’ capacity to feel con-
nected with each other through their similari-
ties in work, values, family bonds and religious
beliefs” (8]. Yet they equally acknowledge that
the younger generation is not necessarily moti-
vated in the same way; kindling such intrinsic
motivation may rely on support through other
government actions as laid out in this chapter.

Strong partnerships can help
sustain participatory engagement in
the longer term

Networks, partnershipsandalliancesamongst
civil society organizations, or between com-
munity groups and CSOs, or government and
CSOs, can contribute to a robust foundation
for sustainable participation. Again, alliances
and partnerships contribute to building the
institution, and culture, of civil society which
can outlast individual effort.

For example, Mexico’s multi-faceted civil
society coalition provided the persistence
needed over several years to achieve the
impressive gains made in budget advocacy
efforts (12). The fact that civil society worked

Handbook on Social Participation for Universal Health Coverage



in partnership with each other was seen as a
factor of longevity and success: “The process
was a very powerful one because it was revital-
izing, creating something new. Alliances... have
existed for many decades, what was new were
the principles that formed the coalition, hori-
zontality, not competing for financial resources,
respecting the capacities and conditions of each
organisation. Sometimes there were organi-
sations that were going through more critical
moments, so their participation was more
sporadic and that was respected. But as it [is]
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a collective that has lasted several years” (31).
This quote also hints at the culture of partici-
pation and collaboration, as well as the devel-
opment and strengthening of the institution of
civil society.

Governments would thus do well in encour-
aging and incentivizing partnerships and alli-
ance-building with the objective of long-term
sustainability of a participatory space. An
example of a government-CSO partnership is
given in box 3.
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Box 7.3

A CSO-government partnership ensured that
women's health remained a priority in Alberta,

Canada

Increased population, community, and civil
society voice in health planning was one of
the reasons behind the push to decentralize
the Canadian health system. One group who
felt that their concerns were not sufficiently
included in planning processes was women.
Calgary has several women’s health NGOs
which worked to improve this, amplifying
women’s voice by listening to their issues
and liaising with policy- and decision-mak-
ers. One such NGO is the Salvation Army
(SA) who has long-standing, recognized
expertise in women’s health, along with a
strong working relationship with the Calgary
Health Region (CHR] (7).

Regionalization of health opened up a window
of opportunity for local health authorities
to focus on issues of importance in their
populations. When hospital contracts were

re-negotiated, the SAwas able to demonstrate
the need to keep women’s health an integral
part of the discussions. The CHR authorities’
partnership with the SA gave health authori-
ties deeper insight into an important area of
health which they would not have had oth-
erwise (32]. The result is that, compared to
other decentralized regions’ health systems,
women'’s health has remained more of a gov-
ernment priority in Calgary.

The SA’s strength was the respect it enjoyed
in local communities, stemming from its
dedication to its core values of community
action. It also had an administrative struc-
ture to back its longstanding knowledge and
experience with the local health system to
“advocate for its needs when discussing...
governance under the legal agreement [with
CHRI” (7).
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The CHR benefitted from a strong, well-
funded SA and local civil society landscape.
In addition to the SA’s “material and symbolic
resources and personnel” which was drawn
upon extensively for influence and action, a
significant factor of success is also steady
funding independent of the government
through an affiliated fund-raising body. The
latter allowed the SA to collaborate with the
government while keeping its ideals intact
in the interest of those they aimed to serve:
women.

A study which specifically reviewed the
CHR-SA partnership concluded that “the
greatest success for women was mainte-
nance of a political space in which women’s
health as a priority could be discussed in a
context where the forces against gender
equity talk are strong”. The SA as a civil
society organization championing women'’s
issues thus helped keep this space open for
other “women’s organizations to challenge

the status quo in health service delivery and
to advocate for equity” (7).

A key lesson here from the government
perspective is that long-term partnerships
with civil society is clearly fundamental for
positively influencing health. This needs to
be nurtured and invested in as a strong civil
society is mutually beneficial to both the
interests of government and communities.
Partnerships with respected and trusted
organizations such as the SA can and should
be sought out where useful, perhaps with a
word of caution that they are truly respected
and trusted by the communities they intend
to serve.
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7.7 Conclusion

Sustaining the engagement of all stakeholders
- policy-makers as well as the population,
communities, and civil society - in health
sector participatory activities over the long
term is a key challenge for governments who
are serious about anchoring participation as
a real mind-set in health. This chapter offers
valuable reflections and lessons for ensuring
that motivation and engagement levels of
stakeholders remain high.

First and foremost, people are highly moti-
vated to continue taking part in participatory
spaces when they see that it leads to achieving
an objective. Seeing the fruits of one’s efforts
is a great incentive to continue that effort.
Using local resources and leaders can help
keep up trust and interest in a participatory
space, while also more effectively moving
towards a policy objective.

Secondly, formal and institutionalized mech-
anisms for participation can give both a
funding and capacity boost to existing and new
community groups and civil society. In many
countries, this formalization has come via
administrative decentralization processes, an
opportunity which can be leveraged more for
increasing participation levels and maintaining
them over time. It can also come with a new
budget accorded to creating and managing a
participatory space, or by formal meetings
claimed by civil society to discuss community
health issues.

Independent community and civil society
funding to help amplify people’s voice and
pursue community-focused objectives should
be facilitated at the very least, with the caveat
that it might need more regulation and gov-
ernance capacity in government institutions.
This last point is significant in that steady
funding, if steered smartly, can create and
maintain high-capacity organizations with
close ties to communities which increases
intrinsic motivation to participate and stay
participating, despite the inevitable ups and
downs of policy-making and politics.

Overall, the actions needed to support sus-
tainability in participatory policy-making are
ones which generally consolidate a high-qual-
ity participatory space. Hence the actions as
mentioned in this chapter are deliberately
reprised from previous handbook chapters;
the point here is that by making headway on
sustainability, policy-makers can also address
otherrelevantissues such as an enabling envi-
ronment (Chapter 2J, representation (Chapter
3), capacity-building (Chapter 4], policy uptake
(Chapter 5], and legal frameworks (Chapter 4].
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