28 » .
gr '!"
‘ y ¥ v i ’ v»&a“"‘r‘.
A :

Participatory
Health Research

Voices from Around the World

@ Springer



Participatory Health Research



Michael T. Wright ¢ Krystyna Kongats
Editors

Participatory Health
Research

Voices from Around the World

\\\‘ | .

PHR

@ Springer v e



Editors

Michael T. Wright Krystyna Kongats
Catholic University of Applied Sciences School of Public Health
Institute for Social Health University of Alberta
Berlin, Germany Edmonton, AB, Canada
ISBN 978-3-319-92176-1 ISBN 978-3-319-92177-8  (eBook)

https://doi.org/10.1007/978-3-319-92177-8
Library of Congress Control Number: 2018948359

© Springer International Publishing AG, part of Springer Nature 2018

This work is subject to copyright. All rights are reserved by the Publisher, whether the whole or part of
the material is concerned, specifically the rights of translation, reprinting, reuse of illustrations, recitation,
broadcasting, reproduction on microfilms or in any other physical way, and transmission or information
storage and retrieval, electronic adaptation, computer software, or by similar or dissimilar methodology
now known or hereafter developed.

The use of general descriptive names, registered names, trademarks, service marks, etc. in this publication
does not imply, even in the absence of a specific statement, that such names are exempt from the relevant
protective laws and regulations and therefore free for general use.

The publisher, the authors and the editors are safe to assume that the advice and information in this book
are believed to be true and accurate at the date of publication. Neither the publisher nor the authors or the
editors give a warranty, express or implied, with respect to the material contained herein or for any errors
or omissions that may have been made. The publisher remains neutral with regard to jurisdictional claims
in published maps and institutional affiliations.

Cover illustration: Different fabrics waving in the wind a metaphor for the voices of the world, all
different in width and length and strength. Together they form an interesting colourful whole.

Created by artist Janine Schrijver.

This resonates with the cover of the Springer companion book entitled Participatory Research for Health
and Social Well-being.

Printed on acid-free paper

This Springer imprint is published by the registered company Springer Nature Switzerland AG.
The registered company address is: Gewerbestrasse 11, 6330 Cham, Switzerland


https://doi.org/10.1007/978-3-319-92177-8

Preface: The Need for Participatory Health
Research

A wealth of international studies have documented that health is distributed in soci-
ety according to a social gradient, with those of higher social status living longer
and healthier than those of lower social status. Finding means to explain and remedy
this disparity has become a central focus of public health research and practice
(Marmot 2011; Jakab and Marmot 2012). The field of health promotion in particular
is concerned with effecting change in the social environment for the purpose of
improving health, particularly the health of socially marginalized groups. Here the
necessity of addressing complex social processes at the collective level (community,
neighborhood, society) has become apparent. Also issues of health care access and
delivery involve factors which need to be examined in terms of collective mecha-
nisms, such as social exclusion (Green 2006; Kemm 2006; Trickett 2011).

Participatory health research (PHR) is gaining increased attention as a way to
generate data leading to action for addressing social disparities in health outcomes.
In PHR, the goal is to maximize the participation of those whose life or work is the
subject of the research in all stages of the research process (International
Collaboration for Participatory Health Research 2013). This type of participation is
the defining principle of PHR, and it is what sets this type of research apart from
other approaches in the health field. In PHR, research is not done “on” people as
passive subjects providing “data” but “with” them to provide relevant information
for improving their lives. As this book documents, reaching a deep level of partici-
pation in health research is very challenging, but it provides a unique opportunity
for transformative change in health systems and in the lives of the people engaged
in the research process.

Participatory forms of research have achieved recognition in several fields
including education, social work, management, and community development; how-
ever, the application of participatory approaches to health research is relatively new.
Health research is dominated by the biomedical model which follows a positivist
paradigm consistent with the natural sciences, thus privileging experimental designs
and quantitative data. The focus is on acquiring an “objective” knowledge which is
influenced neither by the particular context in which the data are collected nor by
the particularities of the lives of the study participants. Through various means
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related to design, data collection, and statistical analysis, the researchers seek to
isolate and measure specific causal mechanisms and intervention effects as pre-
cisely as possible. The knowledge thus generated is sorted hierarchically into
“classes of evidence” according to the principles of evidenced-based medicine
(EBM), with the results of experimental studies being judged as providing the stron-
gest proof for mechanisms of disease causation and for the efficacy of interventions
to ameliorate health problems.

Although the biomedical paradigm has been shown to have severe limitations
regarding social (as opposed to clinical) aspects of health (McQueen and Anderson
2001, 2004; Greenhalgh et al. 2014), alternatives such as qualitative and participa-
tory forms of research have a difficult time being accepted by some as constituting
sufficient evidence for effective action in public health (Denzin 2017; Mays and
Pope 2000). As documented in this volume, PHR as practiced in many different
countries indeed provides unique contributions to improving the health of commu-
nities which cannot be achieved by other research approaches.

This book provides a first look at PHR from an international perspective. Until
recently, participatory health researchers have been relatively isolated, focused on
structures and issues at the local or regional level. Through the work of the
International Collaboration for Participatory Health Research (ICPHR) and the
growing number of national and regional networks, participatory health researchers
have been able to come together to exchange their experience and ideas about what
PHR is and what it can be. The chapters in this book document the work of the
ICPHR, while highlighting issues of international and regional importance.

Overview of Chapters

This book is divided into two parts: “Central Themes” and “Regional Perspectives.”

Part I provides insight into some of the core issues currently facing participa-
tory health researchers. PHR draws from various traditions in different countries;
Chapter 1 identifies several characteristics which these traditions have in common.
Chapter 2 moves into a discussion on the development and progression of the
International Collaboration for Participatory Health Research (ICPHR) over the
past decade, highlighting the issues raised in bringing together researchers from
the various traditions. Chapter 3 explores the challenges of evaluating PHR proj-
ects in light of their complex structure, diversity of stakeholders, and multiple
outcomes. Chapter 4 reflects on the unique requirements for teaching health and
social work professionals how to conduct PHR in higher education settings, with
a focus on ways to provide a transformative learning experience. The topic of
research impact has become an important issue worldwide. Demonstrating the
impact of PHR poses specific challenges which are examined in Chapters 5 and 6,
including issues related to building a systematic and dynamic evidence base for
the field. Chapter 7 looks at the emerging role of children as co-researchers in
PHR projects from theoretical and practical perspectives, based on the work of the
international network Kids in Action, a project of the ICPHR.



Preface: The Need for Participatory Health Research vii

Part II of the book builds off the central themes presented in Part I using regional
case studies from around the globe including: Germany, India, Latin America, the
Netherlands, North America, Portuguese-speaking countries, South Africa, and the
United Kingdom. Each chapter “sets the stage” by outlining the influence of the
regional context on conducting PHR. Through these chapters, the reader will not
only gain a better understanding of how PHR differs depending on political and
cultural context but also of the similarities in terms of challenges and core princi-
ples. Chapter 8 provides an account of the German research consortium
PartKommPlus, sharing some of the challenges and opportunities in scaling up PHR
to address national policy priorities. Chapter 9 looks at the central role nongovern-
mental organizations in India have played in health promotion at the local level,
drawing on the practice of participatory health research, and how this practice chal-
lenges existing research agendas. Chapter 10 reflects on the rich and diverse history
of PHR in Latin America, exploring the current status of PHR in this region with a
particular focus on chronic noncommunicable diseases. Chapter 11 provides an
account of PHR in the Netherlands, focusing on older people and how historical and
cultural differences between generations influence research practice. Chapters 12
and 13 both describe PHR from a North American perspective, the former present-
ing results from a qualitative literature review of PHR in health organizations and
the latter reflecting on the evolution of PHR from the “pre-health promotion” to the
“evidence-based practice” era. Chapter 14 is a reflexive, comparative analysis of
PHR across Portuguese-speaking countries including Angola, Brazil, Cape Verde,
and Portugal. Chapter 15 looks at PHR in the South African context, discussing
action-oriented and policy-focused approaches in the face of dramatic social and
health inequities in the post-apartheid years. Finally, Chapter 16 closes with a reflec-
tion on the historical development of PHR in the UK, highlighting the inherent
political tensions in top-down initiatives vs. grassroots ownership and the new
opportunities which the current moment provides.

Join Us!

This book is the result of nearly a decade of cooperation and exchange within the
International Collaboration for Participatory Health Research. We hope readers will
find encouragement and a sense of community in seeing some of their own chal-
lenges mirrored in the work presented here, and be inspired by new possibilities for
participatory health research in their own countries and communities. The book is
an invitation to join with the ICPHR as it seeks to promote participatory health
research in its myriad forms as a means for addressing the pressing health problems
of our world.

Berlin, Germany Michael T. Wright
Edmonton, AB, Canada Krystyna Kongats
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Chapter 1
What Is Participatory Health Research?

Michael T. Wright, Jane Springett, and Krystyna Kongats

Introduction

The theory and practice of participatory health research (PHR) is very diverse, par-
ticularly when taking into account the international literature as a whole. Minkler
and Wallerstein (2008) acknowledge the plurality of motivations and “ideological
commitments” operative among participatory researchers in the USA but insist on
an underlying “participatory research paradigm” which unites all. A similar argu-
ment is brought by Reason and Bradbury (2001) in their volume on action research,
which includes examples of participatory research from various countries. The plu-
rality is described in terms of a “family” of research approaches united by a com-
mon “participatory worldview.” The remarkable variety of work presented by
Reason and Bradbury draws attention, however, to the dramatic differences which
exist between participatory researchers at the theoretical and operational levels—
not just in the health field. Various approaches such as pragmatism, critical theory,
feminism, and constructivism are applied to varying degrees in the conduct of par-
ticipatory research, impacting data production and interpretation as well as ques-
tions of internal and external validity in different ways. This lack of coherence gives
credence to the critics of PHR who claim that participatory researchers are united
more by a common (political) purpose, than by common scientific criteria. As
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Lukesch and Zecha (1978) observed early in the participatory research movement
in Germany (p. 41): “Action researchers are apparently less interested in generating
scientific knowledge than in creating social change—that is, in taking political
action.” Many call into question the scientific merit of PHR, which has made it dif-
ficult for this approach to receive the same level of recognition as other forms of
research (Conchelos and Kassam 1981; von Unger et al. 2007).

The variety of methodological and theoretical approaches among studies calling
themselves “community-based” or “participatory” is not a problem in itself. The
complexity of public health and particularly of health promotion requires a diversity
of approaches. The problem is, rather, that PHR has yet to achieve a clear scientific
profile to serve as a basis for debating in what ways PHR can make a unique contri-
bution to building knowledge and theory. This has implications for the advancement
of PHR as a whole and for the uptake of the findings produced by way of participa-
tory methods. In our experience, an important reason why it is generally more dif-
ficult to receive the approval of local research review boards and to secure funding
for PHR research projects is that each proposal needs to be argued on its own terms,
unable to reference an internationally recognized body of common scientific
principles.

The International Collaboration for Participatory Health Research (ICPHR) was
created in 2009 as a place to bring together what we are learning internationally
about the application of participatory research approaches to address health issues
(Wright et al. 2009, 2010a, 2010b). See Chap. 2 for further discussion on the history
and future of the ICPHR. Through consolidating existing knowledge and reaching
agreement on common terminology and principles, the ICPHR seeks to strengthen
the role of PHR in intervention design and decision-making on health issues and
thus to provide a means for people most affected by health problems to influence
how these problems are addressed in the society. This includes developing guide-
lines for conducting and evaluating PHR, describing which forms of theory and
evidence are produced by this approach, and finding a means for conducting sys-
tematic reviews of the PHR literature in order to contribute to the body of interna-
tional knowledge on health.

In a first position paper, the ICPHR sought to define the core principles of
ICPHR, citing a larger body of international literature (ICPHR 2013). This paper is
one contribution, from a particular set of perspectives, to the international discus-
sion on PHR. In such an emerging and diverse field, there is no “definitive” descrip-
tion of this approach. Although qualitative research and PHR are distinct, each is an
open-ended project which “resists attempts to impose a single, umbrella-like para-
digm over the entire project” (Denzin and Lincoln 2011, p. xiii). PHR, and partici-
patory research more generally, cannot be confined to a narrow set of epistemological
principles (Fals-Borda and Rahman 1991). Part of PHR’s richness and appeal is the
range of paradigms, strategies of inquiry, and methods of analysis that researchers
can draw upon and utilize. PHR’s multiple disciplinary histories leads to constant
tensions and contradictions regarding its methods, findings and interpretations. This
inherent plurality is part of PHR’s epistemological strength which we strive to rec-
ognize in this chapter.
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The central characteristics as described by the ICPHR are summarized here for
the purpose of dissemination to a larger audience and thus to promote debate and
critical reflection on what it means to do health research in a participatory way.

Participatory Health Research Is an Approach, Not a Method

The ICPHR understands PHR as being a research approach rather than a research
method. The research approach guides the research process.

Participation as a research method means that people are involved in health
research in specific ways in order to improve the quality of the research. In recent
years there has been a movement in some countries to increase the participation of
citizens in health research by consulting them over the course of developing and
implementing studies (e.g., Cropper et al. 2010; DoH 1999, 2006; Institute of
Medicine 2009; National Health and Medical Research Council 2002). These vari-
ous ways of increasing the involvement of people affected by the health problem
under study has led to improvements, for example, regarding recruitment, retention
of participants (less loss-to-follow-up), quality of data, data interpretation, and dis-
semination of findings.

PHR as a research approach means that participation is the defining principle
throughout the research process. A research approach or paradigm is the set of
underlying assumptions about the world and how it should be studied which serves
as the basis for defining what constitutes “good research” (cf. Guba and Lincoln
2005; Kuhn 2012). For PHR, the primary underlying assumption is that participa-
tion on the part of those whose lives or work is the subject of the study fundamen-
tally affects all aspects of the research. The engagement of these people in the study
is an end in itself and is the hallmark of PHR, recognizing the value of each person’s
contribution to the co-creation of knowledge in a process that is not only practical,
but also collaborative and empowering (Onwuegbuzie et al. 2009). The engagement
of others within the research process can also be important, for example, policy
makers who can act on the research findings and thus improve the situation of those
affected by a health issue.

Characteristics of Participatory Health Research

Although there is a great diversity within PHR, the following principles are emerg-
ing as being common to many approaches (cf. Hart and Bond 1995; Waterman et al.
2001; Whitelaw et al. 2003; Israel et al. 1998, 2003; Viswanathan et al. 2004; Ismail
2009; Macaulay et al. 1999; Cargo and Mercer 2008).
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PHR Is Participatory

The goal of PHR is to maximize the participation of those whose life or work is the
subject of the research in all stages of the research process, including the formula-
tion of the research question and goal, the development of a research design, the
selection of appropriate methods for data collection and analysis, the implementa-
tion of the research, the interpretation of the results, and the dissemination of the
findings. Such participation is the core, defining principle of PHR, setting this type
of research apart from other approaches in the health field.

Several generalized “scales” have been created to aid those conducting participa-
tory research to identify the degree to which the various stakeholders are involved,
for example, Cornwall (2008) or Wright (2016). Such scales have been comple-
mented by models which describe participation as occurring at different levels
within a system, articulating the relationship between “individual” and “organiza-
tional” participation (cf. Smithies and Webster 1998; Rifkin 1996). Other authors
have drawn the boundaries differently, tying participation more closely to intention
(e.g., Blackstock et al. 2007). The appropriateness of any given model is largely
dependent on local culture and context, the available resources, and the joint deci-
sion-making process in each research team. Using a model helps researchers to be
actively aware of the participatory dimensions of the study and to reflect on the
purpose and expected impact of these dimensions. Whatever model is used to
describe participation in the research process, the goal of PHR is to provide the
opportunity for all participants to be equitably involved to the maximum degree
possible throughout the research.

PHR Is Locally Situated

PHR is grounded in the reality of daily life and work in a specific place and time.
The issue being researched must be located in the social system which is likely to
adopt the changes that result from the research process. This is the strength of PHR
and results in the further development of local knowledge. The local dimension not
only impacts the choice of research focus but also the research methods used, the
process of learning from the research, and its impact (cf. Stoecker 2013). The
emphasis placed on the local level of knowledge and experience does not mean that
PHR projects are necessarily restricted to having a local scope. Increasingly, there
are examples of PHR projects which mobilize a large number of people to pool their
local knowledge in order to make statements about health issues at the regional,
national, or international level (e.g., IPPF et al. 2013; von Unger 2012; Wright
2010; ATHENA and GCWA 2013, Chaps. 8,9, 10, 11, 12, 13,14, 15, and 16 in Part
1I of this book).
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PHR Is a Collective Research Process

In nonparticipatory forms of health research, the research process is generally under
the control of one or more academics who are responsible for all aspects of the
study. There is usually a hierarchy among the researchers, with the “principal inves-
tigator” assuming primary responsibility. In PHR, the research process is typically
conducted by a group representing the various stakeholders taking part in the study.
This group often includes engaged citizens, members of civil society (NGOs),
health and social welfare professionals, health organizations, academic researchers,
and policy makers. Any one of these stakeholders can initiate and lead a study. The
title “participatory researcher” or “co-researcher” is not reserved for the academics
but rather designates all members of the research group. The leadership role consists
of facilitating a shared decision-making group process for developing, implement-
ing, analyzing, and disseminating the research. Through the group process, the par-
ticipants become co-owners of the research and experience self-efficacy through
their influence on the process. An explicit goal of the facilitation is to empower all
members to engage actively in the process and thus have control over the research.

PHR Projects Are Collectively Owned

Consistent with the above-named principles, the ownership of the research lies in
the hands of the group conducting the study. The group needs to decide how to best
report on the findings of the research in order to meet the set goals (Stoecker 2013).

PHR Aims for Transformation Through Human Agency

As in other forms of participatory research, PHR follows the explicit goal of creat-
ing positive social change as a result of the research process for those persons whose
life or work is the focus of the research. Typical research goals are improving the
health of a specific group of people, addressing the social determinants of health by
improving living standards, addressing the political determinants of health by
changing repressive or restrictive policy, and/or improving the quality of services by
addressing organizational issues. Actions to produce social change are embedded in
the research process itself and are themselves the topic of the research (in accor-
dance with the tenets of action research, more generally), or the actions to produce
change directly follow the completion of the research based on an agenda for action
formulated as an outcome of the study.
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PHR Promotes Critical Reflexivity

Critical reflexivity means considering how power and powerlessness affect the daily
lives and practice of those whose life or work is the focus of the research. In this
way, a critical consciousness (conscientization, Freire 1970) is developed among
the participants. The micro-politics of everyday experience are recognized, allow-
ing for new links between theory and practice, between “subject” and “object,” thus
laying groundwork for change.

From the perspective of health and welfare professionals engaged in PHR, criti-
cal reflexivity requires a questioning of professional roles and the knowledge of
professionals, based on power differentials between themselves and service users
and based on the expertise gained through life experiences and the social disadvan-
tages faced by people without professional health qualifications (cf. Schon 1983;
Ledwith and Springett 2010; Wright 2012). The critically reflective professional
understands the expert role as one in which a partnership is formed with people
seeking services for the purpose of promoting empowerment and thus to take action
for their health. Health problems are seen as being caused not only by biological but
also by social factors which are often not under the control of the person seeking
help. The critically reflective professional works with service users to develop not
only individual but also collective strategies to address these social determinants.

From the perspective of those engaged in PHR who are not from the health or
welfare professions, critical reflexivity can be described using the categories of
health literacy defined by Nutbeam (2000). Typically, we think of health research as
benefiting people in terms of improving their functional health literacy and their
interactive health literacy. Functional health literacy means the ability to under-
stand the factors which promote health as well as health risks and the knowledge
needed to access help in the healthcare system. Interactive health literacy means the
ability to seek out actively health information and to appropriate this information
for the purpose of improving or preserving one’s health. Critical health literacy
refers to the ability to act together with others to address the social and political fac-
tors which impinge on the health of a group as a whole.

Critical reflexivity is perhaps the most challenging aspect of PHR work but lies
at the center of issues of authenticity, transparency and transferability, and an
explicit values base.

PHR Produces Knowledge Which Is Local, Collective,
Co-created, Dialogical, and Diverse

The knowledge typically produced by health research is by and for an academic
audience. Often highly technical in both methodology and reporting, the knowledge
can be difficult to diffuse to policy makers, practitioners, community leaders, and
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others who could use the information to make change. This problem has received
considerable attention in recent years under such headings as knowledge translation
and translational research.

The knowledge produced by PHR is typically local in scope. As in other forms
of participatory research, the people whose life or work is being studied have the
opportunity to articulate their local knowledge (also known as indigenous or tacit
knowledge) and to question and expand on that knowledge through the participatory
research process. Local knowledge encompasses all that people know about the
subject at hand based on their direct experience and their own empirical investiga-
tions. Local knowledge is typically passed on in the form of local theories which
define health issues in concrete terms, identifying specific local causes and ways to
address those causes (cf. Wright et al. 2010; Brito 2008). In contrast to “general
scientific theories,” local theories are less abstract and offer different forms of gen-
eralizability. As Winter (2002, p. 144) puts it: ““...an account of a specific situation
that gets sufficiently close to its underlying structure to enable others to see poten-
tial similarities with other situations” (cf. Bassey 2001).

The knowledge produced by PHR is co-created and dialogical, incorporating the
various perspectives of the participants. The collective research process is con-
ducted in such a way that knowledge is produced in an ongoing dialogue among the
participants on all aspects of the research process. The various perspectives of the
participants need to be incorporated into this dialogue. PHR, and participatory
research more generally, is often misunderstood as being a consensus-oriented pro-
cess in which the perspective of academic researchers should have little influence.
The strength in PHR lies, however, in the ability to uncover and examine different
points of view, which may mean presenting a variety of perspectives throughout a
study.

PHR Strives for a Broad Impact

A key facet of PHR is its explicit intention of bringing about social change. In PHR,
learning and research are not considered separate entities. Social learning (learning
together and from each other) is a fundamental dimension of the PHR process, and
the continual cycle of “look, reflect, act” underpins the dynamics of developing a
connected knowing. This means trying to understand the other person or idea
through dialogue from relations of trust and empathy (Goldberger et al. 1996).
Everyone learns as co-researcher to differing degrees. Ideally, the process should
engage the participants in transformative learning, i.e., changes in the way they see
the world and themselves (Freire 1970; Mezirow et al. 1990), through interactive
processes which address both the personal and the collective. In turn, this generates
an intention of being able to act based on the research findings, thus having a wider
impact beyond the scientific community in the narrow sense. On the whole, how
social change is defined is largely determined by whether the approach is pragmatic
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(i.e., focused on issues of practical utilization) or emancipatory (where the focus is
on changing the way people think and act in their world)—or an attempted combi-
nation of both (Johansson and Lindhult 2008; Mercer 2002).

PHR Produces Local Evidence Based on a Broad
Understanding of Generalizability

The primacy of the local context in PHR has implications for the generalization of
the results of PHR studies. As Greenwood and Levin (2005) argue, cogenerative,
context-centered knowledge requires a revision of traditional notions of generaliza-
tion. Nonparticipatory forms of health research are often focused on generating
representational knowledge which can be used to develop standardized interven-
tions for similar local settings. The question of scaling up from this perspective is
thus one of replicating interventions on a large scale which have been shown to be
effective under scientifically controlled conditions at the local level. The goal of
PHR is developing interventions for a specific time and place, giving primacy to the
local context. The result is the generation of local evidence which can be accumu-
lated over time by local participants for the purpose of strengthening their ability to
take effective action on health issues (cf. Brandao 1987; Wright et al. 2013). The
transfer of interventions from one locality to the next is about understanding the
contextual conditions in the new setting, how they differ from the setting in which
the knowledge was produced, and reflecting on the consequences (Macaulay et al.
2011). Through PHR, a deep understanding of the essence of a particular situation
can be gained and communicated to others who can then judge the relevance of the
findings for their own situation (cf. Winter 2002). Realist review approaches are
particularly promising in this regard, specifically seeking to document “what works,
for whom, and in what contexts” (Jagosh et al. 2011, 2012).

PHR Follows Specific Validity Criteria

PHR incorporates both qualitative and quantitative methods, depending on the type
of data required. The methods need to be adapted to the participatory research pro-
cess which often means a deviation from the methodological standards found in
nonparticipatory forms of health research. Important is the adherence to validity
criteria specific to participatory research approaches. These include (cf. Greenwood
and Levin 2005; Edwards et al. 2008; Roman and Apple 1990; Waterman et al.
2001; Dadds 2008; Sohng 1995; Reason and Bradbury 2008; Lather 1986):
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* Participatory validity: the extent to which all stakeholders are able to take an
active part in the research process to the full extent possible

* Intersubjective validity: the extent to which the research is viewed as being cred-
ible and meaningful by the stakeholders from a variety of perspectives

e Contextual validity: the extent to which the research relates to the local
situation

e Catalytic validity: the extent to which the research is useful in terms of present-
ing new possibilities for social action

e Ethical validity: the extent to which the research outcomes and the changes
exerted on people by the research are sound and just

* Empathic validity: the extent to which the research has increased empathy among
the participants

PHR Is a Dialectical Process Characterized by Messiness

The knowledge and the action strategies generated by PHR arise out a facilitated,
collective research process. The process is characterized by a dialogue among par-
ticipants with different perspectives on the subject under study. The dialogue does
not necessarily result in a consensual view but may reveal and promote several dif-
ferent views resulting in different ways of addressing the health issue at hand. In any
case, the dialogical process intends to promote transformational learning based on a
critical examination of the causes behind health and illness.

Transformational learning is made possible through a dialectical process in
which participants are challenged to investigate assumptions based on their local
(tacit) knowledge. Authentic dialogue makes such an investigation possible. Due to
the variety of perspectives and ways of knowing found among the participants, a
strict adherence to a research protocol and to methodological standards is not appro-
priate. The rigor in PHR lies in the extent to which the research is facilitated so as
to make possible new, transformative insights which offer fresh approaches for
action. If the dialectical tension is upheld, a “messiness” arises in the process, par-
ticipants often exhibiting confusion and irritation as their assumptions are ques-
tioned (Cook 2009). The occurrence of messiness in this sense is a fundamental
characteristic of PHR, where engaging with the mess is characterized as “...a com-
plex process of inquiry, involving a wide range of techniques, where messy is taken
to mean difficult, not careless” (Mellor 1999). This results in a research process
which is nonlinear and multi-focused and in research outcomes which cannot be
characterized prior to the study. This quality makes it difficult for PHR proposals to
meet the requirements of typical research calls, given the necessity of defining in
advance the phases of the research project, the methods to be used, and the scope
and nature of the results.
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Conclusion

In spite of the remarkable variety within participatory health research internation-
ally, common characteristics can be identified which are shared by many. By mak-
ing explicit this common foundation, participatory researchers can debate and
critically reflect on what makes PHR different from other approaches to health
research and thus address more effectively issues of quality, credibility, and
visibility.
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Chapter 2

Building Consensus, Celebrating Diversity:
The International Collaboration

for Participatory Health Research

Michael T. Wright, Tina Cook, Jane Springett, and Krystyna Kongats

Introduction

Participatory approaches to health research are increasingly drawing the attention of
researchers, decision-makers, funders, civil society, and various social groups and
communities worldwide. There is a great diversity among these approaches in terms
of intention, theory, process, and outcome (Waterman et al. 2001; Ismail 2009;
Whitelaw et al. 2003; Minkler and Wallerstein 2008; Rocha and Aguiar 2003;
Rodrigues Brandao 2005). This diversity reflects the large variety of people, places,
and issues involved in participatory health research (PHR) in many different coun-
tries and under widely varying conditions. PHR is often viewed as being a means for
achieving positive transformation in society in the interest of people’s health, from
bringing citizens together to explore and address local issues to changing the way
health professionals are educated, the way healthcare institutions work, and the
politics and policies affecting the health of society, including issues of health equity.

The International Collaboration for Participatory Health Research (ICPHR) was
created in 2009 as a place to bring together what we are learning internationally
about the application of participatory research approaches to address health-related
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issues (Wright et al. 2009, 2010). The ICPHR is open to everyone interested in pro-
moting the dissemination and further development of PHR embedded in common
values and principles. The ICPHR seeks to strengthen the role of PHR in problem
definition, intervention design, and decision-making on health-related issues and
thus to provide a means for people most affected by these issues to influence how
they are understood and addressed in the society.

A central task of the ICPHR has been clarifying what “participation” means
when conducting research. The term is often used in an inflationary and diffuse way
to mean a broad range of engagement processes, from serving on a steering commit-
tee or acting as a consultant on the content of a questionnaire to the co-creation of
research led by and for those whose lives or work would be directly affected by the
study (Tritter 2009; Martin 2008). By clarifying what we mean by PHR, we can
critically examine research practices and outcomes, distinguishing the various
forms and effects of participation.

Goals of the ICPHR

The following goals have guided the work of the ICPHR from its founding:

To define PHR: Although the basic idea of participatory research is found in several
countries, there has been no internationally accepted definition of what consti-
tutes this type of research (cf. Reason and Bradbury 2001). The practice of PHR
spans a multitude of settings, methods, and theoretical assumptions. The chal-
lenge is to define what unites the field, particularly in comparison to more widely
accepted approaches to generating particular forms of data or evidence, such as
clinical trials or population-based social epidemiology. In a first position paper,
ICPHR members have described 11 key characteristics of PHR (see Chap. 1:
‘What is Participatory Health Research’).

To enhance the quality of PHR: It is common in PHR to reject or modify conven-
tional definitions of scientific rigor so as to accommodate the participatory pro-
cess of generating knowledge. However, this has not yet resulted in a consensus
on what constitutes good PHR. In defining quality criteria, such concepts as sci-
entific rigor, validity, generalizability, evidence, and objectivity need to be clari-
fied (Springett et al. 2011). Quality criteria have been identified by the ICPHR,
based on what have been proposed as core characteristics of the approach,
emphasizing the importance of participation throughout the research process
(Cook n.d.).

To reinforce the impact of PHR on public health research and practice: To date, the
bulk of the work describing PHR has focused on relational and procedural
aspects of the research (the partnership between academia and community, the
nature and impact of community involvement, etc.) (e.g., Israel et al. 2006; Seifer
2006) and less on specifying the forms of knowledge which are generated by
PHR as compared to other forms of research. Terms such as local knowledge,
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local theory, and local evidence are used (e.g., Israel et al. 1998; Yamada et al.
2008) without specifying how these fit into the big picture of building knowl-
edge, more generally, or how they inform decision-making in the health field
(Roche 2009). In the UK, INVOLVE invoNET—a network funded by the
National Institute for Health Research to promote and build evidence, knowl-
edge, and learning about patient and public involvement (PPI) in the National
Health Service (NHS), public health, and social care research—has produced a
helpful bibliography of references on public involvement in these fields (Staley
2010; INVOLVE 2014). This bibliography identifies papers that allude to the
impact of public involvement in health research. The broad use of the term PPI
means, however, that it is difficult to identify the forms of participation that have
taken place and related impacts.

In participatory research more generally, and particularly in action research tra-
ditions, impact is embedded in the research. As part of the research process, rather
than a defined outcome, the impact is not always easy to articulate and can be lost
in accounts of action research in practice (Cook et al. 2017). This is especially true
when the impact is a change in perspective, problem definition, or in getting a fuller
account of an issue. In addition, while participatory research is set within a collab-
orative paradigm, the range of approaches means that community participation and
co-laboring (Sumara and Luce-Kapler 1993) sit on a participatory spectrum and do
not fall neatly into single categorizations for practice. The form and intensity of
participation can also change over the course of a research project.

A focus area of the ICPHR is the evaluation of participatory health research
projects (see Chaps. 3 and 6), which includes addressing the issue of impact (see
Chap. 5). A core evaluation question of ICPHR members is: Under what conditions
do which participatory strategies contribute to what kind of outcomes, recognizing
that PHR is often imbedded in already complex intervention designs (ICPHR n.d.).
A number of reviews by ICPHR members have started to unravel these connections
and build the evidence based on the impacts of PHR (Abma et al. 2017; Pearson
et al. 2015; Sandoval et al. 2011; Trickett and Beehler 2017). There are also future
plans to build an interactive impact repository (the interactive knowledge base) to
both retroactively and prospectively assess and document the impact of specific
PHR initiatives around the world (see Chap. 5).

Structure and Membership of the ICPHR

The ICPHR was founded by the Research Group Public Health at the Social Science
Research Center Berlin (WZB), the Wellesley Institute (WI) in Toronto, and the
Liverpool John Moores University (LJMU).! There is a central office responsible

'"WT1 is the only founding institution still serving on the executive committee. The staff at the WZB
and LJMU have since changed institution, transferring their activity as consortium members to
their new workplaces.
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for the day-to-day management of the Collaboration. The ICPHR is governed by an
executive committee composed largely of the consortium members. Each consor-
tium member provides leadership on a particular focus area. The current focus areas
are theory and PHR, ethics in PHR, training in PHR, impact of PHR, mixed meth-
ods and PHR, children and PHR, literature reviews, evaluation of PHR, art and
PHR, and communication (ICPHR website and other media). Important results
from the work of the focus areas are presented in Chaps. 3, 4, 5, 6, and 7 in this
book. In addition, there are several working groups focused on various short- and
long-term projects, including joint publications. The ICPHR has more than 200
members from over 20 countries in Europe, North America, Latin America, Asia,
Oceania, and Africa. The mailing list has over 400 members. Part II of this volume
(Chaps. 8,9, 10, 11, 12, 13, 14, 15, and 16) reflects the variety of regional perspec-
tives represented in the membership and in the practice of PHR, more generally.

The ICPHR members come together at the annual working meeting to work on
common projects and to present work they have conducted in their home countries.
The meeting takes place each year in a different country. This is truly a working
meeting, not a conference, as it is a place where the co-laboring takes place. The
work of the Collaboration is publicized through the internet site and the publications
of its members.?

There are many reasons for becoming a member of the ICPHR. Madsen (2016)
conducted an oral history project with eight ICPHR members from Mexico, the UK,
the USA, Canada, Germany, and Sweden to uncover their motivations for joining
the ICPHR as related to their personal histories in the field of public health, which
may be typical for other members. The interviews revealed that most of the research-
ers had come from a practice background with strong connections to various com-
munities and that none had a typical, straightforward career path to become an
academic or a researcher. The participants were drawn to applying participatory
principles to academic research, often without any clear role models or consistent
support from their work contexts. Thus they were “making the road while walking.”
The people who influenced the thinking of these researchers varied considerably,
depending on the context in which they worked, ranging from feminism to Paulo
Freire, the work of Meredith Minkler and Barbara Israel in the USA, and liberation
theology. Those interviewed named several obstacles to their work, including par-
ticularly (Madsen 2016, p. 305): ““1) a history of action or participatory approaches
being linked with community development and devalued as research; 2) questioning
the rigour of participatory approaches to research based on positivist criteria; 3) co-
opting aspects of participatory research for utilitarian purposes but devaluing the
underlying principles and values of this approach to research.” By joining the
ICPHR, those interviewed have sought to address these and other obstacles together,
believing in the power of collective action.

2www.icphr.org
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Issues and Challenges

Several issues and challenges have been encountered in building the Collaboration,
including the following:

Identifying the primary goal of the Collaboration: A host of needs and interests
which could potentially be served by an international collaboration have been
discussed. Achieving a higher degree of legitimacy for PHR has been identified
as a common concern and a driving issue for the work of the ICPHR. To have an
impact on the hierarchically organized structures of academia and healthcare, the
ICPHR has created a platform for greater visibility of PHR so as to claim its
place in research and decision-making bodies. The Collaboration needs, there-
fore, to address issues which can have a direct impact on how research is gener-
ated, disseminated, and applied by universities, academic journals and publishers,
research funding bodies, and healthcare authorities.

Building on current practice: The Collaboration was not created as a corrective to
the current practice of PHR but rather to bring together what we know in a sys-
tematic way and to develop and clarify collectively the theoretical premises, sci-
entific standards, and methodology of PHR. The ICPHR is not trying to reinvent
PHR but rather to deepen the understanding of what PHR is—in all its diver-
sity—and what it can achieve as compared to other approaches.

What’s in a name? Finding the best term: Several well-known publications on PHR
have originated from the USA where community-based participatory research
has become a widely accepted term to designate the approach. In other countries,
there is often no direct equivalent to the word “community” in the American
sense, which has its origins in a particular history of immigration and civil rights.
In Latin America, several traditions are explicitly political and emancipatory,
based on the work of such pioneers as Paulo Freire and Orlando Fals Borda
(Cordeiro et al. 2015). In the UK, the term “action research” is most commonly
used in the health sector (Health Development Agency 2000), although the type
of participatory engagement within an action research approach varies widely. In
contrast, the term “action research” has been discredited in Germany and
Sweden, being associated with particular ideological positions in the 1960s and
1970s (von Unger et al. 2007). For this reason, the terms participatory health
research (Partizipative Gesundheitsforschung) and interactive research (interak-
tiv forskning) have been adopted in Germany and Sweden, respectively. All the
various approaches have in common the core principle that the persons being
researched have an influence on the research process itself. For that reason, it
was agreed to adopt the more inclusive title International Collaboration for
Participatory Health Research.

It was also discussed whether the health focus should be dropped to include all
forms of participatory research, based on the observation that many of the issues
identified are true for participatory research more generally. The decision to
maintain the health focus was based on the argument that participatory research
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in health contexts is confronted with specific challenges which need to be
addressed directly in order to impact policy and research on health disparities.
These challenges include a hierarchical healthcare system, the dominance of
positivist approaches to science, and the focus on particular forms of evidence in
intervention research.

The conflict between a participatory ethic and setting standards: There is an ongoing
tension in the discussion between the commitment to inclusion through partici-
patory approaches and the exclusion implied by defining criteria and setting stan-
dards. This tension is present at two levels: regarding the process of setting up the
Collaboration itself and regarding the question of how to set standards for par-
ticipatory ways of working. There is general agreement that enhancing the
impact and legitimacy of PHR necessitates creating more clarity in terms of defi-
nitions and quality criteria. It has been recognized that not everyone interested in
PHR necessarily can or wants to be part of such a project that will be focused on
advancing PHR in academic and political circles. Nevertheless, the ICPHR has
sought to find ways to include a broad range of stakeholders, particularly through
participation at the annual working meetings, and to explore ways of defining
standards that respect the participatory ethic of PHR.

The relationship between theory and results: Addressing questions of scientific
legitimacy necessarily involves discussions of theoretical assumptions (episte-
mology and ontology) and methodological questions. Participatory researchers
in the health field are often not explicit about the nature, purpose, and potential
of the participatory approach (Cook et al. 2017). There is a danger that such a
discussion will become removed from the central goal of PHR—namely, creat-
ing social change to improve the health of disadvantaged communities. The theo-
rization, standards, and methodological consistency which the ICPHR proposes
will need to be congruent with this goal as a defining characteristic of PHR.

Avoiding the dominance of one language, country, or region: The ICPHR is com-
mitted to the participation of PHR practitioners from all parts of the world. The
challenge of language and cultural barriers is enormous, particularly when con-
sidering that much PHR activity is not implemented in traditional academic con-
texts. The reporting of PHR takes place predominantly in local languages as part
of the “gray literature.” The English language and thus the role of English-
speaking countries has become dominant in the international scientific discourse,
overshadowing the existence of long-standing participatory research traditions in
other parts of the world such as Latin America, Scandinavia, or South Asia.
Several measures have been taken to expand the membership to more countries,
to provide multilingual access to information, to gather information on various
traditions, and to share decision-making power among members from various
countries. This book is one way to highlight the variety of approaches, traditions,
and cultures in the ICPHR.
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Conclusion

PHR has emerged as an important approach to health research. The International
Collaboration for Participatory Health Research is working to consolidate what is
known about PHR and its impact in order to secure its place as a source of knowl-
edge and action to address the world’s health problems, particularly the problems of
those most disadvantaged in society. The ICPHR is seeking to define more clearly
the unique contribution of PHR to promoting the public’s health and to bring
together the power of what we know to create a different world in which everyone
has the same opportunity to live a healthy and fulfilling life.
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Chapter 3
Evaluating Participatory Health Research

Check for
updates

John G. Oetzel, Jane Springett, Nina Wallerstein, Laura Parajon, Irene Sia,
Mark Wieland, Abigail Reese, and Rangimahora Reddy

Introduction

With the growth of participatory health research (PHR) internationally in the recent
decades, it becomes increasingly important to document and evaluate this approach.
Evaluation of PHR, however, presents unique challenges as it represents distinct
values and methods which differ from the dominant positivist worldview of bio-
medical research, which seeks to control context within randomized control trials
(Whitelaw 2012) or to control interventions across time and space without incorpo-
rating dynamic meanings and interpretations assigned by stakeholders (Bell et al.
2012; Shoveller et al. 2016). Unlike biomedical research, PHR is a practice that is
epistemologically complex and interdisciplinary, involving multiple participants
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from a range of non-scientific backgrounds. It emphasizes process and learning; has
a strong focus on action; is inherently relational, embedded, and connected to con-
text; and has the participation of those affected by the research at its core. Evaluation
therefore must be responsive and congruent to these features and the particular
questions and values that are promoted (Greene 1994).

The purpose of this chapter is to introduce the key issues and challenges in evalu-
ating PHR and discuss the use of the community-based participatory research
(CBPR) conceptual model as one way to address these evaluation challenges. The
CBPR conceptual model is a well-tested logic model developed in the context of the
USA where PHR is commonly called CBPR. CBPR has a longstanding tradition
within public health research where it emerged as a result of the development of
formal partnerships between universities and wider society. In recent years, CBPR
partnerships have also joined a wider array of community engagement in the USA
called community-engaged scholarship (Bowen and Graham 2013). This chapter is
organized in the following sections: (a) the key issues/challenges of evaluating PHR
are identified; (b) the CPBR conceptual model is introduced; (c) three case studies
are discussed to illustrate the model’s usefulness; and (d) a conclusion is offered to
illustrate how the CBPR model can address the key issues in evaluating PHR.

What Is the Current Status and Key Issues of Evaluating
Participatory Health Research?

A first key issue is that the knowledge and information generated from PHR projects
and activities can vary widely, dependent on the context in which the research takes
place, the participatory research methods used, who participates, the attitudes and
abilities of the participants, and the nature of the research question itself (Mantoura
and Potvin 2013; Wallerstein et al. 2018). Different social factors can influence the
results including the initial capacity of the community in terms of social capital and
the capacity of academic researchers to collaborate authentically in equal relation-
ships with all stakeholders (Wallerstein et al. 2018). External contextual factors may
also enable or constrain participation, together with historical and contemporary
social relationships and power dynamics (Shoveller et al. 2016). Evaluation ques-
tions can thus range from issues internal to the partnership, such as quality and level
of participation, effectiveness of tools and methods used, and group dynamics, as
well as external impact, such as goals of policy change, social transformation, or
ability to respond to changing community needs. Much depends as to whether the
evaluation is formative or summative, developmental, or outcome-driven, which
may also change over time. Given this variety it is impossible to be prescriptive as
to the evaluation design; however, participatory approaches will ensure
commensurability.

A second key issue relates to differing and often conflicting epistemologies.
Recent years have seen the growth internationally of multiple frameworks for
evaluating research, as research quality and, more particularly, research impact have
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become issues of social accountability and governance, with government-funded
research monies shrinking under neoliberal economic policies (Guthrie et al. 2013).
This has generated a minefield for conflicting epistemologies and values as disci-
plines compete with one another to demonstrate their worth. While some countries
have articulated new frameworks for evaluating research quality, many still rely on
bibliometrics and peer review (Turato 2005; Pinto and de Andrade 1999). In some
cases, particularly in less developed countries, certain frameworks are imposed by
international agencies which distort local systems of thought to meet (usually)
“western” models (de Sousa Santos 2014; Devia et al. 2017; Wallerstein and Duran
2006; Coimbra 1999). Yet even within “western” models, there are substantial dif-
ferences between, for example, the Anglo-American pragmatic utilitarian approach
and the European model of the primacy of knowledge and philosophy for its own
sake (House 2015; Springett et al. 2011; Trickett 2011). Nevertheless, the trend
towards seeking standardization through common frameworks for evaluating
research quality provides an opportunity and a challenge for PHR to articulate cri-
teria by which it should be judged and evaluated.

Relatedly, it is important to understand the purpose and perspective of the par-
ticular PHR approach in order to guide the evaluation. In the varieties of PHR inter-
nationally, there is a wide spectrum of approaches (Trickett 2011). At one end of the
spectrum is the pragmatic or utilitarian approach to PHR whereby participation is
seen as a way of increasing the relevance of research to local people in terms of
health improvement or healthcare. At the other end of spectrum lies transformative
or emancipatory PHR which often has a specific aim of social transformation or
empowerment, contributing to what has been called knowledge democracy
(Johansson and Lindhult 2008; Wallerstein and Duran 2006; Hall et al. 2015; de
Sousa Santos 2014). These types of PHR can be large research projects or small-
scale projects strongly embedded in marginalized communities, wherein the
“expert” researcher, who is not necessarily an academic, builds a community of
co-researchers (e.g. group of unemployed youth) and works to create a space for
radical inclusivity. Evaluation here might take the form of self-reflection in journals
and sharing through poems and art as the main tools (Cahill 2007). The emphasis is
on empowerment and learning rather proving added value. These two stereotypes of
PHR are, of course, not mutually exclusive; PHR can be both functional and
transformative.

A third key issue is recognizing the central role of values and principles in PHR,
thus making evaluation of PHR projects more than simply an issue of methods and
outcomes (Israel et al. 2018). This includes identifying whose values and principles
are meant (“whose reality counts”) and how far one is prepared to compromise
one’s principles to conform to others’ expectations (de Sousa Santos 2014;
Wallerstein et al. 2018). Developing and advocating the use of appropriate tools and
evaluation approaches are therefore not simply about health outcomes or method-
ological standards but must address how the values of those involved influence the
participatory process itself and how the interplay of values and process shapes
research methods and intervention development (Oetzel et al. 2015b; Wallerstein
et al. 2018).
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Unfortunately, in the age of the evaluative state, evaluation is often tied up with
political priorities in funding rather than increasing local knowledge about what
works and why or contributing to learning and development for transformation
(House 2015). There remains a tension between top-down bureaucratic require-
ments of standardization and control and local-level demands for diversity, com-
plexity, and local direction (Chambers 1998). A further tension is between evaluation
to prove and evaluation to improve. When placed in an arena of positivist health
science research which emphasizes the notion of linear cause and effect, where
social change for health is a matter of strictly formulated “interventions” devoid of
context and social relationships and where generalizability is the mission, PHR gets
pushed to defend itself against this worldview.

Finally, a fourth challenge is the extensive debate within PHR evaluation on the
issue of quality. The ICPHR has put forwards some criteria on quality and a discus-
sion paper that has spurned some debate (Springett et al. 2011). More recently
Bradbury-Huang (2014), in the context of action research, challenges us to reimag-
ine our view of quality, away from the mechanistic to the relational. Quality is about
relationships, actionability, reflexivity, and acknowledging the self as local change
agent and one who can support the flourishing of other persons, communities, and
the wider ecology. A key pivotal decision in regard to quality concerns the purpose
of the evaluation, whether it is for advocacy, accountability, and allocation of funds
or for understanding why or how PHR is effective. In the health field, some funders
are concerned as to the added value of participation, while others are more con-
cerned whether there is impact on health status, healthcare, or health equity (Israel
et al. 2018; Wallerstein and Duran 2006). With the purpose of any evaluation being
pivotal for shaping all other decisions, evaluation design requires being clear on
what is actually being evaluated.

A generally recognized primary component of PHR evaluation is to create clarity
through generating a logic model which specifies inputs including resources, activi-
ties/processes, outputs, intermediate outcomes, and impacts or distal outcomes
(Renger et al. 2011; Wallerstein et al. 2008, 2018). The logic model can then be used
to generate priorities in indicator development as well as timelines for data collec-
tion. It can also elucidate local explanatory models, including what stakeholders’
theories of change are, in other words why and how they think the activities being
undertaken will lead to change, the role of context that can ameliorate or prevent
change, as well as underlying assumptions held by key actors.

While their use is highly regarded, logic models have come under some criticism
for their inability to elucidate dynamic interrelationships and multiple perspectives,
since consensus is required (Hummelbrunner 2010). There is also concern about the
way they have been used often instrumentally and inflexibly by funding agencies.
Others have argued that, as long as the processes of development are participatory,
some of the criticisms can be overcome (Renger et al. 2011). In participatory evalu-
ation, evaluation from a dynamic perspective is undertaken through workshops and
dialogue between all stakeholders. The process of bringing together different ways
of knowing not only generates appropriate indicators but also can focus a group of
stakeholders as to what will be the priority for the evaluation, as well as understand-
ing different perspectives on what constitutes PHR in that context.
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In sum, the key issues around evaluating PHR include the following: (1) the need
to integrate context into evaluation, (2) the need to reflect different and local ways
of knowing (i.e. conflicting epistemologies in the evaluation), (3) the need to reflect
the underlying principles of PHR and local knowledge creation rather than solely
focusing on methods and health outcomes, and (4) the need to include high-quality
evaluation that reflects dynamic relationships and perspectives in PHR. The next
section introduces the CPBR conceptual model and three case studies that illustrate
its use. Then, a discussion of how the CBPR conceptual model addresses these key
issues concludes this chapter.

CBPR Conceptual Model

The CBPR conceptual model was constructed to identify the added value of com-
munity and other stakeholder participation in research and to assess the potential
pathways of how promising partnership practices contribute to intermediate system
and capacity changes, long-term community transformation, and the improvement
of health and health equity. The model identifies mechanisms and theories of change
in four domains and associated pathways. It was developed in consultation with a
national advisory board of CBPR community and academic experts in the USA, a
systematic review of the North American literature, and a survey of American CBPR
community and academic experts (Wallerstein et al. 2008). It has also been continu-
ously updated based on consultations with CBPR experts, empirical data from the
CBPR literature, the US-based Research for Improved Health (RIH) mixed-meth-
ods study of 200 CBPR projects on various health issues among diverse communi-
ties (Hicks et al. 2012; Lucero et al. 2018), and the current US National Institutes of
Health “Engage for Equity” study of another 192 partnerships to further validate the
model (Kastelic et al. 2018; Oetzel et al. 2018). The most recent version of this
model is presented in Fig. 3.1.

The model identifies four domains of CBPR characteristics: contexts; participa-
tory processes; intervention and research; and outcomes. Contexts are the back-
ground features that shape the nature of the research and include five broad elements:
social/structural, policy, health importance, capacity and readiness, and historical
trust and mistrust among research institutions and communities. The social/struc-
tural element encompasses such issues as socio-economic status, the physical envi-
ronment, and institutional racism. Policy relates to the local and national issues
around funding and governing PHR. Health importance is the local perception of
the importance of a specific health issue (i.e. should we address this or other issues?).
Capacity and readiness includes the academic/research and community capacities
to undertake the research and also the readiness to collaborate effectively. Finally,
historical trust addresses the nature of the prior relationship among the academic/
research institution and the community; it also may include the general trust a com-
munity has for research institutions.
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CBPR Conceptual Model
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Fig. 3.1 CBPR conceptual model. (Adapted from Wallerstein et al. 2008 and Wallerstein and
Duran 2010, https://cpr.unm.edu/research-projects/cbpr-project/cbpr-model.html)

Contexts influence the nature of the partnership processes which includes three
elements: individual characteristics, relationships, and partnership structures.
Individual characteristics are qualities of the people involved that allow creation of
a strong partnership such as flexibility and cultural humility. Relationships centre on
the interactional dynamics of the partnership, including shared decision-making and
conflict management. Partnership structures are the structures and values that guide
the various agencies and organizations involved in the research, such as formal
agreements, advisory boards, sharing of resources, and shared principles.
Collectively, these three elements of the partnership processes influence the science
or the choice of interventions and research methods of the partnership.

Intervention/research includes three interdependent processes and outputs of the
research. Integrating community knowledge in the research process increases the
likelihood that a culture-centred intervention or research project is created
(Wallerstein et al. under review). Empowering processes involving mutual learning
leads to partnership synergy or facilitating the group accomplishing more than what
they could than individual partners on their own (Khodyakov et al. 2011).
Community involvement in multiple phases of research results in an appropriate
research design that fits the local contexts and yields strong, valid data.

The choice of intervention and research design affects the outcomes of the part-
nership project. Intermediate outcomes shape the community and larger environ-
ment including policy environment change, sustained partnerships, shared power
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relations in research, cultural reinforcement, and growth of individual partner and
agency capacity. These intermediate outcomes then influence long-term outcomes
such as community transformation, social justice, and improved health and health
equity.

This model is well-suited to guide evaluation of participatory health research for
several reasons. First, the RIH study provided strong empirical research to support
the theoretical elements of change and the conceptualization and measurement of
many of the constructs in the domains (Oetzel et al. 2015a, b; Pearson et al. 2015).
This empirical research provides a set of metrics, tools, and measures (both quanti-
tative and qualitative) that can be used to guide evaluation (Center for Participatory
Research A n.d.). Second, the model is flexible to allow individual partnerships to
assess elements of the model that matter to them. A new visioning guide for using
the CBPR model as a planning and evaluation tool supports partnerships to choose
the relevant characteristics in the model and to adapt the model to their own context
and evaluation purpose (Center for Participatory Research B n.d.). A beginning
partnership could use the model as a planning tool to develop their evaluation indi-
cators. Third, the empirical data in support of the model (Duran et al. under review;
Oetzel et al. 2018; Wallerstein et al. under review) can also be used as a targeted
approach to evaluation. A partnership can choose the most relevant outcomes for
their project and then select the contexts, partnership processes, and intervention
characteristics that are significantly associated with those outcomes. Fourth, the
model has shown resilience across partnerships, both in the USA (Devia et al. 2017,
Lucero et al. 2018) and in the developing world with translations that exist in
Portuguese and Spanish.

Case Studies Using the CBPR Conceptual Model

The following cases illustrate evaluation of PHR framed by the CBPR conceptual
model. Two of the cases directly used the model to guide evaluation, and one of the
cases did not use it directly but did organize evaluation around the four domains.
Despite not directly using the conceptual model, this case is included because it
illustrates how the model and domains are useful as intuitive frameworks that reso-
nate with efforts to evaluate PHR even when applied in a post hoc manner.

Rochester Healthy Community Partnership, Minnesota

The Rochester Healthy Community Partnership (RHCP) was established in 2004 as
a result of a successful project undertaken by community organizations and health
researchers in Rochester, Minnesota, to address tuberculosis. The partnership dis-
covered that a CBPR approach had the potential to successfully engage the knowl-
edge and concerns of community members, along with the expertise of
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clinician-researchers, among Rochester’s diverse immigrant communities (Wieland
et al. 2012). To leverage this success, RHCP was formed to apply CBPR to multiple
other health concerns identified by community partners. In 2014, following a pro-
ductive decade of CBPR collaboration, RHCP undertook a participatory evaluation
process to assess the “health” of our partnership, define future steps, and plan for
sustainability. The partnership elected to use the model as the framework for a four-
step evaluation process.

The first step of the evaluation was to create a historical timeline identifying key
moments in the partnership (Sanchez-Youngman and Wallerstein 2018). This was
done through a collaborative process in which partners identified the point at which
they joined RHCP and important events, grounding them in their origins and 10-year
trajectory.

The partnership then adapted the model to reflect the history and priorities of
RHCP. The partners discussed and validated each domain of the model and deter-
mined which aspects resonated most strongly with their partners. The focused,
adapted model retains many original constructs but also includes new elements
from experience (e.g. deep complexity, group process, and building community)
reflecting RHCP language and values.

Following this foundational work, the partners collected qualitative and quantita-
tive data from current and former partners. The partners used the adapted model to
customize an interview guide and survey instrument developed and validated by the
Center for Participatory Research at the University of New Mexico to assure the
tools would elicit responses reflective of the extent of their capacity to promote core
values of RHCP. The partners conducted 13 interviews of key partnership members
and 36 surveys of a wider group.

The fourth step was participatory data analysis by the new RHCP Evaluation
Workgroup, a subset of partners who volunteered, examined, and reflected on the
aggregated data reports of the large amount of rich data. The findings about partner-
ing practices, their impact on research projects, and outcomes led to both appreciat-
ing the long-term commitment to equitable involvement and to outlining challenges.
The Workgroup prepared an executive summary of findings in each domain, further
revised the adapted model (Rochester Healthy Community Partnership n.d.), and
developed key questions to help guide full-partnership discussion of action steps.

This experience indicates that participatory processes are as essential to evalua-
tion as they are to core partnership activities, leading to a level of resonance and
utility that would not have been obtained from a traditional programme evaluation.
The CBPR conceptual model is a flexible tool that was used to generate an evaluation
plan grounded in the partnerships’ specific priorities. A key finding of the evaluation
was that partnership processes inform outcomes, and the development of authentic
participation is one of RHCP’s most important contributions.
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CBPR and Participatory Evaluation Process at AMOS

This case study describes the use of the CBPR conceptual model for participatory
evaluation by a community-based non-profit public health organization based in
Nicaragua called AMOS Health and Hope.! Nicaragua is the second poorest country
in Latin America, characterized by extreme disparities in wealth and health. AMOS
was founded in 2006 to reduce health inequities by blending evidence-based global
health interventions with CBPR principles, community empowerment strategies,
and participatory evaluation for greater impact. AMOS currently works in 26 com-
munities and 5 departments, serving a population of 30,000 people.

AMOS uses an assets-based strategy of community-based primary healthcare
(CBPHC), developing community trust, understanding geographic boundaries, and
inventorying community strengths. CBPHC is built on a three-way partnership: the
community identifying their key community priorities and issues, the government
providing top-down policies and epidemiological priorities, and non-governmental
partners such as AMOS facilitating participatory processes and evaluation (Taylor
2010). An initial step is the census, which registers every person in the catchment
area. With AMOS staff support, the local health council, community health workers
(CHWs), and community volunteers conduct the census and analyse and interpret
the data with a health equity focus to identify the most vulnerable people (primarily
pregnant women and children under 2 years old). These steps are done iteratively
each year to prioritize issues, implement a community health plan, and evaluate
impact together.

In 2014, AMOS began utilizing the model as a participatory planning and evalu-
ation tool. On a semi-annual basis, staff members, working on projects such as
childhood malnutrition, WASH (Water, Sanitation, and Hygiene), Essential Care for
Every Baby (ECEB), and service learning, evaluate their work using the four
domains. Led by the AMOS monitoring and evaluation team, the participatory eval-
uation action cycle engages all staff to reflect and dialogue about successes and
areas of improvement. The data gathered from the four domains is visualized on a
large poster board with the staff and CHWs for interpretation, analysis, and priori-
tization to develop action plans. Recently, the use of the model helped AMOS
improve CBPR efficacy by prioritizing partnerships across all programmes. This led
to an organizational action plan to assign one staff member to facilitate long-term
partnership processes between communities and the Nicaraguan Ministry of Health
to strengthen the three-way partnership for higher sustainability.

While the use of the CBPR conceptual model as a participatory evaluation tool
does not require new resources or funding, it does require an organizational com-
mitment to CBPR principles as well as basic staff training. This training is available
online (Center for Participatory Research C n.d.) to help other organizations adapt
the model for their use. The use of the CBPR model at AMOS has resulted in greater
collective efficacy by staff and CHWs to adhere to CBPR principles and to take

'amoshealth.org
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action to influence change. In the words of one of the field staff, “The CBPR frame-
work is an empowering way to help us understand how we can better partner for
social justice”.?

CBRP in New Zealand

In 2011-2012, a community organization that serves Maori kaumdatua (elders 55+),
Rauawaawa Kaumatua Charitable Trust (Rauawaawa), partnered with researchers
from several universities to identify why kaumarua underutilize palliative care ser-
vices using a multidimensional health literacy perspective (Zarcadoolas et al. 2005).
They captured the voices of kaumdatua, whanau (extended family), and healthcare
workers to understand what makes effective communication during the palliative
care process.

The evaluation was guided by these goals of understanding health services and
reflects the domains of the model, although they only loosely used the model to
guide the evaluation. The evaluation was process-focussed to ensure the following
of Maori tikanga (cultural values and protocols) and participatory principles. The
partners were cognizant of the New Zealand history, especially the Treaty of
Waitangi. The Treaty was signed in 1840 between the British crown and 500 Maori
chiefs, making the land a British colony and providing equal rights to Maori as
British citizens (Orange 1987). There were discrepancies about the Treaty due to
different languages; to reconcile the differences, the New Zealand government
issued a set of principles for interpreting the Treaty—partnership, participation, and
protection which emphasized Maori self-determination (Orange 1987; Simpson and
Ake 2010).

To address these key contextual issues (tikanga and the principles of the treaty),
the partnership began with training about PHR (including introduction of the con-
ceptual model and the four key domains) and kaupapa Maori. Kaupapa Mdori is a
culturally appropriate methodology to research in the local context as it emphasizes
Maori worldviews/practices (Kennedy and Cram 2010). These trainings helped to
ensure partners had shared goals and processes for evaluating our work. Further, the
project was guided by an advisory board composed of Rauawaawa board members;
they stewarded the work and had monthly checks to ensure the project was moving
towards the stated goals.

The evaluation of partnership processes consisted of using monthly “check-ins”.
The partners assessed the structure of meetings and research and found that meet-
ings were collegial and that all parties were willing to express concerns about the
research, demonstrating shared power and influence. The structure of the partner-
ship was deemed appropriate, as the community partners led the project and there
were memoranda of understanding (MOUs) and shared resources. The board
approved the partnership structure and received updates about group dynamics.

2Acuna, S. AMOS field programme coordinator and former CHW. 2016.
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The research included interviews/focus groups with 80+ participants. The origi-
nal proposal included conventional interview guides of direct and open-ended ques-
tions. In one evaluation session, a community partner noted that this approach
would not be appropriate. This partner suggested an unstructured approach with
probes for kaumatua to tell their stories. The data collection included bringing a
small group of five to ten participants together and start with karakia (prayer) and
then whakawhanaungatanga (sharing backgrounds). Then there was an individual
interview followed by bringing the participants back together to have shared kai
(food) and whakawhitiwhiti whakaaro (collective debrief). Without the process
evaluation, this approach would not have been used and the data quality would have
suffered.

Finally, the outcomes of the evaluation focused on intermediate outcomes of dis-
semination of research findings and agency capacity-building. The findings were
shared at academic and practitioner conferences, and the evaluation consisted of
estimating the dissemination efforts. The other intermediate outcome was whether
the Rauawaawa and the University had strong capacity for future PHR, evidenced
by continued work and receipt of funding.

Conclusions About Cases

These cases illustrate the conceptual clarity offered by the CBPR conceptual model
to address important domains of PHR evaluation. They demonstrate how partner-
ships can adapt the model to their own histories, experiences, values, and priorities;
use their own adapted versions of the model for planning purposes; and engage in
step-by-step participatory processes of evaluation of their own participatory research
processes. More specifically, the Rochester case illustrates how the model was
adapted by the partners to help them evaluate their own 10-year history of partner-
ing and to strengthen their collaboration for improving community health outcomes.
The AMOS case demonstrates how the model helped them identify specific content
areas for evaluation of distinct projects within a global rural health setting. It, too,
illustrated how they adapted the four domains of the model to analyse local com-
munity indicators and to reprioritize their own organizational self-capacity-build-
ing. The New Zealand case provides support for the validity of the CPBR conceptual
model as a general guiding framework for evaluating processes and outcomes of
partnerships. The four domains were introduced at the beginning of the project
although the specific elements beyond the domains were not invoked in the evalua-
tion. Nonetheless, post hoc analysis reveals that the evaluation fits the CBPR con-
ceptual model.
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Conclusion

We presented a CBPR conceptual model, which reflects one interpretation of PHR
and provides a useful framework for identifying four broad domains and some
shared constructs that might be of interest in any evaluation of PHR. There are other
conceptual frameworks (e.g. Schulz et al. 2003 in the USA, Green et al. 1995 or
Cargo and Mercer 2008 in Canada; Staley 2009 in the UK), although none have
been tested to such a degree. Those generated outside an Anglo-American perspec-
tive remain sparse in the health context. There are, however, a range of frameworks
developed in the field of education, environmental science, natural resource man-
agement, agriculture, and development studies for participatory action research
(e.g. Daigneault and Jacob 2009; Wiek et al. 2014).

Most importantly, the CBPR conceptual model provides a useful framework that
addresses the four key issues/challenges noted earlier in this chapter. Firstly, the
model emphasizes context in PHR and in evaluation. Context is one of the key
domains of the model, and tools have been developed to help partners explore their
own histories and use the information to shape and improve their practice. All three
case studies illustrate how the specific context was used to shape the evaluation
process and to strengthen the partnership.

Secondly, the conceptual model recognizes differing epistemologies and inte-
grates these perspectives into processes and intervention/research design. Wallerstein
et al. (2008, 2018) argue that partnership outcomes are enhanced when local episte-
mologies are integrated into the research process and when community members
participate in all steps of the research process. The AMOS and New Zealand cases,
in particular, introduced different epistemologies to the evaluation process (e.g.
kaupapa Mdaori), and all three cases ensured that local perspectives were included
in the evaluation process. All three cases also demonstrate the importance of ensur-
ing that the evaluation of PHR is itself participatory to ensure shared power in the
production of knowledge.

Thirdly, the CBPR conceptual model includes a variety of intermediate and dis-
tal outcomes that reflect various purposes. All three cases have utilitarian elements
such as improved health outcomes or understanding of health service utilization.
However, they also seek elements of transformative potential such as rebalancing of
power in research towards community empowerment and social justice. The model
is flexible enough for partnerships to identify their specific purposes and link evalu-
ation to those purposes.

Finally, the conceptual model has strong emphasis on quality and dynamic evalu-
ation. A large amount of empirical evidence (both quantitative and qualitative) has
been compiled about measures and tools for evaluating constructs within the four
domains. The Rochester and AMOS cases noted that one benefit of the model is that
there are valid and proven techniques for evaluating PHR based on the conceptual
model. These cases also illustrate the importance of dynamic input from the part-
ners in reshaping and adapting the model to fit their local context and epistemologi-
cal perspectives.
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To move the debate forwards and the evaluation of PHR in general, what is
required is that those undertaking PHR should ensure that they take some time for
evaluating not just how processes contribute to outcomes but also to specifically
document the processes and their broader contribution, as, for example, has been
done in the area of agricultural science (Campilan and Prain 2000; Home and Rump
2015). Attention should be paid to those elements that make PHR distinct: the level
of participation, what action took place as the result of the research, the degree of
capacity-building and empowerment, and the particular influence of context on
those dimensions so we can build an evidence base that is acceptable and credible
in different cultural contexts.

There are differences between cultures and between countries in the varieties of
PHR, reflecting the context in which it was historically developed as well as philo-
sophical traditions (ICPHR 2013). This creates a challenge when developing a com-
mon model for evaluating PHR internationally, although the CBPR conceptual
model is a promising example in need of further testing and application. In sum,
evaluation of PHR is about simple questions of “who participates?”, “how?”, “who
has the power to decide?”, and “who benefits?” Defining an ecology of practice for
participatory knowledge production in PHR that is truly about participatory power
sharing would involve paying equal attention to the general exigencies of both qual-
ity and utility. Quality involves the quest for truth and objectivity, usually the con-
cerns of researchers. Utility involves eliciting interest that goes beyond intellectual
curiosity, to be actionable for practitioners (Mantoura and Potvin 2013). Both
require acceptance and understanding of different ways of knowing, respect for
cultural differences, and flexibility and openness to change and ambiguity, all core
requirements of PHR itself.
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Chapter 4 “®)
Participatory Health Research b
in the Education of Health and Social

Work Professionals

Irma Brito

Farticipatory Health Research is a need to health care. All over
the world politicians, stakeholders and citizens stated that more
professional health workers are needed. It is also clear that those
efforts to scale up health professionals’ education and training
must not only increase the quantity of health workers, but should
address issues of quality and relevance in order to address
community and population health needs and engage people on
searching for healthy settings and lifestyle. (WHO 2006, 2013)

Participatory Health Research is a need to Health Care

New approaches in health professionals’ education aim to transform health-care
systems, moving away from the traditional focus on person-centered care to initia-
tives that foster community engagement. But in academia, the education of research-
ers remains traditionally separated from disciplines whose focus is social intervention
or community development. In most community health and social work graduate
programs, there is a strong distinction between courses on research and those on
practice methods. The research courses emphasize a particular understanding of
generating evidence by means of empiricism, whereas the practice courses empha-
size what can be called practice-based evidence (Schaffer et al. 2013; Drisko 2014;
Bal 2017). This may lead to a dichotomy between research and intervention, con-
tributing to weaknesses in the design and evaluation in community-based interven-
tions because of different understandings of what constitutes good practice.

This tension between community involvement and research raises questions
about the goals of community health and social work education and therefore about
the institutions in which future professionals are educated. Participatory health
research (PHR) can be one way to address the perspectives of both community
involvement and research. This means teaching PHR in research courses and
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increasing the engagement of graduate and postgraduate students and professionals
in PHR projects. PHR results in a co-creation of multiple forms of knowledge that
go beyond the usual forms of academic knowledge. And community health and
social work professionals benefit personally and professionally from learning how
to design and implement intervention projects focused and anchored in targeted
communities.

Participatory Health Research Impact Beyond Academic
Knowledge Production

Participatory health research (PHR) aims to maximize the participation of people
whose life or work is the subject of research at all stages of the research process.
The key aspect of PHR is its explicit intention to bring about social change, with an
impact beyond the production of academic knowledge (ICPHR 2013a). Thus, it can
lead to a reform both in professional education and in the practice of action research
because PHR investigates explicitly for the purpose of change, involving various
people and communities.

Most often PHR is focused on a health problem which those most affected by the
problem and/or professionals wish to change for the better. It should be noted PHR
can also focus on the experience of something that works well and which those
involved wish to reproduce or expand, adapting it to other local contexts. Although
in theory there is a difference between the elements “participation,” “action,” and
“research,” this difference can be resolved in practice by way of numerous cycles of
reflection on the participatory action. These cycles generate learning about the
action, resulting in new practices that are the subject of further reflection. So the
change does not happen at the end of a PHR project but rather throughout the pro-
cess. According to Kneebone and Wadsworth (1998), the main feature of a true
participatory action-research process is that it can change shape and focus over time
(and sometimes unexpectedly) with participants reorienting their understanding of
what is really happening and what is really important to them. This is the feature
that makes reporting PHR process complex and sometimes “chaotic” as stated in the
first ICPHR position paper: “PHR is a dialectical process characterized by messi-
ness... The occurrence of messiness in this sense is a fundamental characteristic of
PHR” (2013a: 20).

Starting from the intention of improving practice for the purpose of social
change, the teaching of practice and research methods cannot be considered sepa-
rate entities. There must be experiential and shared social learning (learning together
and with each other) because a fundamental dimension of the PHR process is the
continuous cycle of “looking, reflecting, acting” that underpins the dynamics of the
connected knowledge. It also means trying to understand the other person or idea
through dialogue, through relationships of trust and empathy (Goleman 2006;
Boyatzis 2008; Goleman and Boyatzis 2011). Thus, all participants in a PHR proj-
ect learn to be coinvestigators in varying degrees. Ideally, the process should involve
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participants in transformative learning, i.e., changes in the way they see the world
and themselves (Freire 1980; Mezirow 1990; Kolb 2014) which is the result of
interactive processes that address both the personal and the collective. In turn, these
processes support the intention to be able to act based on the results of the research,
thus having a greater impact than can be achieved by the usual academic research.
PHR is pragmatic due to its emphasis on the usefulness of the research to promote
positive change in practice; and it is emancipatory to the degree which it is focused
on collectively transforming the way people think and act in their world (Jagosh
et al. 2015).

In an extensive review of the impact of public involvement in health and social
welfare research, Staley (2009) identified various forms of impact at five different
levels: the public involved, researchers, research participants, the community at
large, and community organizations. Public involvement was associated positively
with the acquisition of new skills and knowledge, personal development, support
and friendship, pleasure and satisfaction, and financial rewards. Negative aspects of
involvement included emotional overload, more work, exposure through the media,
and frustration with the limitations to the degree of involvement. At the level of the
research participants, there were benefits such as helping people feel more comfort-
able with the issue under study, providing emotional support, providing access to
information and services, and giving inspiration/hope. For the wider community,
the benefits included reinforcing and building trust and acceptance of research,
keeping projects anchored and focused on community benefits, and improving rela-
tionships between communities and practitioners. At the level of community orga-
nizations, the following benefits were identified: gaining knowledge, gaining more
visibility, partnering with other community members/organizations, and contribut-
ing positively to community development. Negative effects included financial costs
and an increased demand for a service that is difficult to provide. For researchers,
the benefits of engaging the public were better knowledge and understanding of the
community, pleasure and satisfaction, career benefits, and challenges to beliefs and
attitudes. The negative aspects identified were greater demands on resources and a
slower speed of research, loss of power, forced changes in work practice, and ques-
tioning the values and assumptions of the researchers.

Taking into account the above and the author’s experience as a higher education
teacher and a teacher in PHR (Brito and Mendes 2015), we consider that, from the
academy’s point of view, training community health professionals and social work-
ers in PHR can have benefits for:

1. The academic institution. Both practice-based and scientific knowledge can be
generated; PHR projects can promote the public visibility of the institution; part-
nerships with community organizations are made possible; and the institution
can contribute positively to community development.

2. Future professionals in community health and social work. New skills and
knowledge can be gained; the usual professional stance can be challenged in
relation to beliefs and attitudes; personal development can be promoted at vari-
ous levels; support and friendship can be obtained by working with the various
partners; pleasure and satisfaction as a result of the cooperative relationships can
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be reached; better knowledge and understanding of the community can be
obtained; direct benefits for the future career can be achieved, for example,
through networking and learning a unique set of skills; the future professionals
can attain a new level of trust and acceptance of research; the student projects
can be better anchored and focused on benefits to the community; and a better
relationship with communities can be built which goes beyond the usual rela-
tionship between communities and professionals.

3. The community. The members can be actively involved in the production of
knowledge and can take responsibility for the dissemination of the same among
peers.

There are already some curricula for community-based participatory research
(CBPR), a form of PHR found in North American, that aim to increase knowledge
and understanding of particular forms of PHR practice and to integrate that knowl-
edge with interventions and social/political changes to improve the health and qual-
ity of life of members from targeted communities. These courses are recommended
for academic researchers in various fields such as public health, education, nursing,
medicine, social work, and urban planning. The resources serve primarily as an
introduction to CBPR for the initial phases of planning (Green 2006; Lantz et al.
2006; Wallerstein and Duran 2010; Sheikhattari and Kamangar 2010).

Assuming that PHR is an approach with specific requirements for teaching and
learning, the participants in PHR training should have the opportunity to reflect on
its various dimensions for the purpose of conducting their own projects. Since there
are still few opportunities for shared learning on participatory research in the fields
of health and social welfare, four institutions affiliated to the ICPHR have devel-
oped an international course (presented in English, German, and Portuguese). The
purpose is to disseminate the use of participatory research while working together
to define the core competencies. The international course (ICPHR 2017) aims to
enable participants to develop new skills in the design and implementation of par-
ticipatory research projects. Considering that each training group is unique and that
the teaching culture in the countries involved varies, a standardization of training is
not possible. PHR courses should be designed to address the interests, motivations
and level of knowledge of the participants, as well as the interests of the organiza-
tion that sponsors the training. However, such training has specific general teaching
and learning requirements that are reflected in its structure and implementation
strategies.

Participatory Health Research Education Requires Specific
Forms of Learning and Teaching

The question regarding the purpose of PHR training for health and social work pro-
fessionals requires attention to an overall concept for teaching and learning focused
on the notions of problematizing the current order and contextualizing the research
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practice. This concept should be based on experiential learning as a powerful and
proven approach to teaching and learning: people learn better through experience
(Kolb 2014). The pedagogy of freedom (Freire 2014) offers an additional basis for
teaching PHR, requiring a broad approach focused on the subject (person or group).
The problematizing and liberating nature of education proposed by Freire breaks
with the verticality of traditional teaching practices, in which the teacher “deposits”
the knowledge in the student. For Freire, educator and educated need to establish a
dialogue in order to perceive the reality of the world in which they live as a basis for
reflection and action. The perception of reality happens in the first contact and in the
dialogue between the teacher/facilitator and the group of participants: what Freire
calls “generating themes,” which carry a world view, language, and thoughts of a
well-defined historical-social context. This includes identifying the “limiting situa-
tions” which still exist, those barriers to understanding the reality lived by the sub-
jects and the obstacles for their liberation. This dialogical way of working seeks to
establish a dialectical relationship between the participants and the world in which
they live by emphasizing historical aspects of their situation and discussing the
contradictions present in the current reality. The result is “a praxis which, being
reflection and action truly transforming into reality, is a source of reflective knowl-
edge and creation” (Freire 2014: 108). Thus, the training in PHR should start from
the presentation and reflection on the ideas/projects of the participants as they see
them in their lived reality.

Freire proposed a thematic approach involving three interrelated aspects: coding,
problematizing, and decoding. The “coding and decoding” is a process of under-
standing the place of the subject in the construction of knowledge. Freire establishes
a dialectical relation between the person and world by way of a reading of reality
which is shared by a collective subject, but not separated from him or her. It is the
understanding of what can be understood as praxis, real-time reality, historically
and socially situated, that enables the investigation of the performance of this sub-
jectin this reality. And from this dialectical relationship arises the problematization.
Problematizing for Freire goes beyond the idea of using a problem to introduce
preselected concepts by the teacher. But rather, it is a process in which the learner is
confronted with situations in his or her praxis, destabilizing his or her previous
knowledge and creating a gap that makes him or her feel a lack of knowledge about
the current reality. The critical reflection of the distance between the knowledge of
the subject and the knowledge of the reality she or he seeks to change is character-
ized by an exploration of the contradictions and the limits of that knowledge, result-
ing in the learner realizing the importance of knowing more and seeking this
knowledge. This process can be hampered by distortions in meaning: epistemic,
sociocultural, and psychic (Mezirow 1990). The social representations of phenom-
ena are often constructed in the consensual sphere, rather than in the scientific
sphere. Although not completely watertight, both have different purposes and are
effective and indispensable for human life. So if we consider that science does not
happen inside a bubble, isolated from society, we can see how the framework that
surrounds it also affects its production of scientific knowledge. PHR brings new
conceptual tools to analyze the angles of reality put on the agenda, combining new
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views coming from the struggles of social movements, creativity, and questions in
the field of science. In terms of PHR training, the participant’s research project is
the starting point for this process of exploration, promoting the participant to move
from a level of “real effective consciousness” (coding: a realization of what the cur-
rent situation is) to the level of “maximum possible consciousness” (decoding: dis-
covering the possibilities for liberation) (Freire 1980: 126). The conceptions and
representations which arise during the training are the product of wrestling with the
values, customs, and needs of the community in which the trainee is inserted. The
problematizing happens in several dimensions: the level of participation of research
subjects in the research, the purpose of the research and the way it was outlined
(usually by professionals or academics), the process of collecting and analyzing
data for research, as well as the ownership of research and cooperation between
researchers and the way knowledge is disseminated.

But decoding in this sense may not happen; that is, the trainee doesn’t move from
his or her starting point and fails to connect the abstract principles of PHR with the
concrete situation in which the research is being conducted. In these cases, we find
that both the trainee and the others participating in the PHR project are involved in
the construction of knowledge but that the vision for what is possible is limited. The
understanding of reality in the sense which Freire describes requires the trainee to
transcend the usual boundaries of academic knowledge which also means going
beyond the usual physical space in which the trainee usually works. This requires
the trainee to examine his or her predisposition to change in his or her praxis, to
move from abstraction to a new reality, and thereby to dare to dream about possibili-
ties. We note that for many academic researchers, this transformation is complex
and difficult because it differs markedly from the usual research practice. But for
many health and social welfare professionals, such a transformation is necessary,
providing an opportunity to review and improve their practice and thus to better
promote community development.

The process of experiential and shared learning in PHR training supports directly
this process of transformation. It questions the assumptions of authority in the
process of learning, challenging orthodoxy and the assumption that the position of
“teacher” engenders knowledge. It offers possibilities to learn by reflecting on and
making personal and collective sense of the experience of the various trainees trying
to conduct PHR. So the benefits of experiential learning come from its connection
with the social and political aspects of work and with the dilemmas and problems
that make up the experience of working with and in communities. The training also
enables the creation of connections between projects of the trainees, enhancing net-
working and, consequently, professionalism as an ongoing process of learning and
learning to learn. In PHR training, the message is transported that, in order to suc-
cessfully implement PHR projects, action is not enough and praxis is completed
and consolidated by ongoing reflection; if action is seen as the ultimate goal of the
process, there is a risk of not changing reality, but only producing more activism
which only appears to change the status quo. Martins and Brito (2013) have repeat-
edly identified this gap in participatory research: working with the community has
generated action proposals for change that never went beyond proposals. Such an
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outcome may discredit the research and prevent future projects with the community
in question, which raises an ethical dimension generally not considered in participa-
tory research (ICPHR 2013b).

A Participatory Health Research Curriculum

In the discussion thus far, we have sought to provide a better understanding of some
of the pedagogical presuppositions that anchor PHR training as proposed by the
ICPHR, especially the elements of contextualization and the need for a consistent
problematizing. Based on the framework that led to the creation of the international
PHR course, we will describe how a PHR course can be structured both inside and
outside institutions of higher education. It is not the author’s intention to present this
curriculum as developed by the ICPHR as the only possibility for PHR training but
rather to point to elements to consider when teaching PHR to community health
professionals and social workers.

A curriculum structures knowledge and is itself a social construction that helps
to discipline the emotions, the intellect, and the behavior of the individuals.
Academic disciplines (and other ways of organizing knowledge) exert a power of
normalization through modes of teaching and learning. An International Course for
Participatory Researchers is thus to be understood broadly, relying on pedagogy as
a science of education and on didactics, a discipline that deals with teaching and
learning methods, processes, and techniques (Brydon-Miller and Maguire 2009;
Shaw and Lunt 2012; Agnello 2016).

In a more traditional approach to curriculum development, which can be seen in
some CBPR training programs, the curriculum design follows a logic of efficiency
which results in the training being carried out by specialists who are in charge of
determining the skills to be developed by the trainees, the training methods, and the
measurement/evaluation of the skills obtained. The teacher takes into account the
interests of the trainees and seeks to provide an appropriate atmosphere for experi-
ential learning, with the support of his/her institution. The focus is on practical solu-
tions to problems in participatory research projects by means of deliberation. The
underlying pragmatism depends heavily on a humanist discourse and a liberal orga-
nization while emphasizing rational decision-making on the part of the trainee who
coordinates the research.

The PHR curriculum as developed by the ICPHR presupposes a participatory
approach to and sharing and generating various forms of knowledge, based on the
experience of the trainees. Aligned with Habermas’s critical theory of society
(Habermas 2002), we advocate for a praxis that makes sense to the trainees, based
on the paradigm shift from an instrumental rationality to a communicative ratio-
nality. This approach seeks to overcome the usual fragmentation and overspecial-
ization of knowledge and the separation of theory and practice. PHR is thus taught
not as a specific skill set or procedure but rather as a process which the trainees
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experience over the course of their projects. The learning is comprised of making
sense out of that experience.

Making sense of the PHR experience means making it meaningful through inter-
pretation. It is in the process of interpretation of decision-making or action where
learning occurs. The interpretation is guided by a stance characterized by critical
reflection which requires the training not only to question his or her actions but also
the assumptions and beliefs which underlie those actions (Mezirow 1990). This
means especially empowering the trainees working with communities to question
how goals of democracy and social justice can be met. According to Sousa-Santos
(1999): 9), this means “an epistemological concern with the nature and validity of
scientific knowledge, an interdisciplinary vocation, a refusal to use scientific knowl-
edge at the service of political and economic power... a society that privileges the
identification of conflicts and interests (...), an ethical commitment that links univer-
sal values to the processes of social transformation”.

Strategies to implement the teaching of PHR. The PHR course of the ICPHR
includes strategies to implement the teaching of PHR so as to promote transforma-
tive learning within the context of developing and implementing the concrete proj-
ects of the trainees. Considering the needs of health professionals and social
workers, the course takes into account the following: (1) sessions comprised largely
of dialogue; (2) a design which follows the steps in the process of conducting PHR,
thus directly related to the experience of the trainees; and (3) a continual and
dynamic process of adaptation to the situation of the trainees, supported by ongoing
evaluation. This involves didactic choices that are meaningful to the trainees so as
to promote critical discussion and knowledge sharing. The educator-educated
approach becomes essential in the pedagogical proposal of thematic research. Freire
describes several aspects as being essential to the process which we can apply to
PHR teachings: deepening local PHR practices, comprehension of the contradic-
tions inherent in the projects, identification of central themes arising in the work,
examining the themes systematically and from various perspectives, reducing the
themes to their essential qualities, examining modes of communication regarding
the identified themes, applying appropriate didactic material to address the themes,
constantly returning to the subject focus (the perspective and experience of the
trainees), and then presenting the program tailored to participants’ needs. The
teacher can add themes that have not emerged from the work of the trainees but that
are fundamental for a reflection on action, what we call hinge themes. These themes
are hinges in that they enable connections between the themes raised by the trainees.
These include the principles of PHR, ethics in PHR, health advocacy, and formal
and informal ways of disseminating findings. It is expected that the knowledge
gained will be mobilized for the local PHR projects — that is, beyond the training
space — which requires set times for an alternating rhythm of action and collective
reflection, as found in the course plan (see Table 4.1).

In both curricula, the trainees have the opportunity to share knowledge in the
classroom (6 to 8 sessions) over the course of 8—12 months. Both courses are
designed as continuing education courses, not as courses within degree programs.
There is a sufficient interval between sessions for work in the local research teams
which is then discussed in the classroom, for example, sharing innovate approaches
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Table 4.1 The plan of two courses from Germany and Portugal

Participatory social research (http:/www.
khsb-berlin.de/weiterbildung/zertifikatskurse/
partizipative-sozialforschung/)

International course on participatory health
research (http://www.esenfc.pt/event/3cipapes)

Module 1. Background and Introduction
* Origins and Theoretical Basis

¢ Definitions

e Forming a Research Team

Between modules 1 and 2: Trainees organize a
local research team

Module 2. Ethics, Roles, Developing a
Research Design

¢ Ethical Questions
¢ Clarification of Roles
¢ Developing a Research Design (Part 1)

Between modules 2 and 3: Trainees develop
their projects together with the local research
teams

Module 3. Developing a Research Design
(Part 2)

Between modules 3 and 4: Trainees develop a
research design with their local teams
Module 4. Data Collection and Analysis

* Developing a Strategy for Data Collection
and Analysis

Between modules 4 and 5: Data collection and
analysis with the local research teams

Module 5. Consultation

Module I. = 40H (28H in class+12H virtual)

1. Introduction and Presentation of Training
Objectives

2. Background to Participatory Health
Research

* Historical background and theoretical
foundations
* Fundamentals, concepts and definitions
of participatory research
3. How to Organize a Research Group
4. Ethics and Peer research in the
Development of Participatory Research
» Ethical and leadership issues in
participatory research
e Defining functions: “peer research”
5. Building Dialogic Communities
6. Development of a Participatory Research
Project
* Formulation of a research project
* Research design

7. Data Collection and Analysis in
Participatory Research

* Practical issues of each project
e Reproduction, transformation and impact
of participatory research
e Reproducibility and transferability of
knowledge
8. Project Stories: Discussion and
Problem-Solving
* Presentation of projects
¢ Problem-solving and/or alternatives
suggested by participants
¢ Dissemination of participatory research
and mass media use
e Reflections on the links between national
and international projects and the sustain-
ability of participatory research

(continued)
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Table 4.1 (continued)

Participatory social research (http:/www.
khsb-berlin.de/weiterbildung/zertifikatskurse/ | International course on participatory health

partizipative-sozialforschung/) research (http://www.esenfc.pt/event/3cipapes)

¢ Discussion of the Local Research Processes | MODULE II = 60H (22H in class +38H
virtual)

* Developing Problem-Solving Strategies 9. Discussion and Presentation of the Results

of Participatory Research Projects
* Development and presentation of
projects in seminar
* Development of links between national
and international projects and preparation
of funding applications
Between modules 5 und 6: The research 10. Dissemination of PHR projects
projects are brought to a close and the
presentation of the projects is planned
Module 6. Presentation of the Project Results *  Writing scientific articles and doing
* Project Presentations news for media

* Sustainability in Participatory Research

as well as doubts and stories of success as well as failure. It should be emphasized
that the training contexts of the country and the institution greatly influence the cur-
riculum and didactics. For example, the course offered by the Center for Professional
Development at Central Queensland University is made available by distance learn-
ing mode, given the large geographic dispersion of potential participants and the
desire to reach English speakers in other countries. In Portugal and Germany all
meetings are in-person at the host institution with participants from various parts of
the country.

There is a didactic challenge in streamlining classroom sessions based on dia-
logue. As argued above, this dialogue is, however, central to the process of teaching
PHR. Dialogue among professionals from various settings is key to increasing
knowledge about real needs and thus enhances their projects. Dialogue is supported
through interactive methodologies which bring to light the perspectives of the dif-
ferent actors involved in the projects and how these perspectives affect PHR.

Examining the two curricula in light of the previous discussion, four points of
convergence emerge:

1. The thematic approach based on elements of the research process and the associ-
ated didactic materials

2. The interdisciplinary perspective of pedagogical work in the training of com-
munity health professionals and social workers

3. The role of the teacher/facilitator in the process of teaching and learning

4. The accreditation of training for academic and professional advancement

Making PHR curricula explicit and public provides an opportunity for improving
the training of community health and social work professionals. The curricula
developed by the ICPHR provides a pedagogical basis consistent with the mission
of these professionals, addressing the social, political, and economic issues inherent
in the field of health promotion and community development.
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Strategies for Implementing Participatory Health Research
in Health and Social Welfare Higher Education

Boaventura Sousa Santos states that among the characteristics that mark the crisis
of the public university, the contradiction between the (traditional) rigidity of uni-
versity education and the volatility of the qualifications demanded by the market has
led to the commercialization of education and the “transition of university knowl-
edge to pluriversity” (Sousa-Santos 2008: 16). This means that in the last decades,
a model has emerged that opposes the scientific knowledge produced in universities
(or similar institutions) which is predominantly disciplinary and often with some
“social irresponsibility” for not being cautious of the results from the application of
the knowledge produced (p. 16). In the so-called pluriversity model, the production
of knowledge is contextual, insofar as the organizing principle of its production is
how it should be applied. And as the application takes place outside the university,
it is necessary to identify criteria of relevance based on a partnership between aca-
demic researchers and knowledge users. The research enterprise is transformed into
one of transdisciplinary knowledge that requires dialogue and confrontation with
other forms of knowledge, thus evolving toward a more open and less hierarchical
organization of universities.

In order to overcome these conflicting demands, it has been sought to create
nonuniversity systems of modular training, as a result of pressures both to shorten
periods of university education and to make training more flexible and transdisci-
plinary, with a focus on supporting lifelong learning. Including PHR training in
community health and social work education — both at undergraduate and advanced
levels — may be another way to address the transformation of higher learning. As we
have described here, the PHR curriculum for community health and social workers
provides a theoretical and practical basis for transformative learning, emphasizing
issues of communication, emancipation, and reflexivity.

We take, for example, the experience of a transdisciplinary approach to training
nurses in curriculum of the University of Cape Verde. Several workshops for under-
graduates and postgraduates on PHR have been conducted, as well as the PHR
course of the ICPHR. The goal of the degree programs is to train students to ade-
quately diagnose problem situations and to design social intervention strategies in a
community context. In the first year, the students learn concepts of community
development, health promotion, and participatory health research. Together with a
local community, they identify problem situations, negotiate solutions, and reflect
on them. During the following years, the students begin with an identified problem
situation, and then they develop an innovative idea to address that situation.

By way of workshops with undergraduate or graduate students in Angola, Brazil,
and Portugal, we have built capacity to increase the participation of those who are
the subject of research. The analysis of the activities developed shows that introduc-
ing the PHR approach in an undergraduate and postgraduate course allowed not
only the development of cultural competency in researchers but also a view of car-
ing for people beyond the scope of health-care institutions. This work was piloted
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using the PHR course designed by the ICPHR and the structures of the PEER proj-
ect — Peer-education Engagement and Evaluation Research, a PHR network coordi-
nated by the author (Brito 2009, 2014). These pilots showed that it is possible to
support social change by delivering person-centered services, improving respon-
siveness, and promoting inclusion in health care. We concluded that PHR education
fits both with the mission of health-care teaching institutions and in two of the pil-
lars of health services: continuing education and research.

Using PHR approaches can also lead to better care practices on the part of those
who have health problems by supporting participation and knowledge transfer. PHR
works best when it is designed and implemented through multisector activities
(including all relevant public and private sector stakeholders and policy makers); it
is rooted in the socioeconomic and developmental context of communities/popula-
tions; it meets the health needs and expectations of the population served; and it is
adapted to the evolution of epidemiological profiles and burden of disease. Teaching
community health professionals and social workers to use PHR is an asset, but it
requires the investment of the training institutions, which includes providing
resources, accessibility to training courses, and educational credits. It is also impor-
tant that the institutions provide for the involvement of community-based organiza-
tions to engage in participatory action-research partnerships. Trainers/facilitators
have a demanding role in ensuring an atmosphere which promotes critical reflection
and emancipation through co-creation of various forms of knowledge.

By continuing to gather and share experience in conducting PHR training in sev-
eral countries, we hope to be able to collect concrete information on the impact of
such trainings. By bringing together data of this sort, we can continue to advance PHR
as an integral part of professional education in the fields of health and social work.
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Chapter 5

Demonstrating Impact in Participatory
Health Research

Krystyna Kongats, Jane Springett, Michael T. Wright, and Tina Cook

The Focus on Impact

Internationally, there is increasing pressure to demonstrate research impact through
improvements in policy, practice, and health outcomes in order to substantiate
research value to funding organisations and the wider community (Penfield et al.
2014; Milat et al. 2015; Cook et al. 2017). On the flip side, there is also an expecta-
tion that policy and practice developments are evidence-based and informed by
research (Banks et al. 2017). Traditionally, impact in academic contexts has been
assessed by counting the number of papers produced, publishing in high-impact
journals, and counting the number of citations on a publication (Milat et al. 2015).
However, there is an increasing push for academics to define research impact beyond
the academy. For example, in the UK, research impact is commonly defined as “an
effect on, change or benefit to the economy, society, culture, public policy or ser-
vices, health, the environment or quality of life, beyond academia” (Higher
Education Funding Council for England n.d.). In Canada, research impact in a
health context is defined as including “outputs and outcomes, and may also include
additional contributions to the health sector or to society... [and] effects that may
not have been part of the research objectives such as contributions to a knowledge
based society or to economic growth” (Panel on Return on Investment in Health
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Research 2009, pp. A-311). While these definitions are relatively broad, they do
highlight a shift in seeing research as predominately a tool for knowledge collection
to seeing it as an opportunity to bridge what is known with action (i.e. research into
practice) (Springett 2017).

Despite increasing demands to exhibit research impact, the issue of what is
research impact in the first place is not a benign matter. The worldview or para-
digms we explicitly or implicitly subscribe to ultimately shape what we count as
relevant impact and the meanings we attribute to these respective impacts (Kuhn
1996). Further, we also have a tendency to measure what can be easily counted
rather than assess what counts in regard to more meaningful impacts, which further
limits how we conceptualise impact in research (Milat et al. 2015). On the whole,
how we define research impact depends on the lens we use (Trickett and Beehler
2017). From this premise, we argue that impact in participatory health research
(PHR) needs to reflect the participatory worldview and the related values, princi-
ples, and processes (International Collaboration for Participatory Health Research
(ICPHR) 2018). In this chapter, we define PHR as research done with people whose
life or work is the focus of the research in an active and meaningful way across all
phases of the research process (International Collaboration for Participatory Health
Research 2013). In Chap. 1, What Is Participatory Health Research, a more com-
plete discussion of the principles and values of PHR is presented.

In this chapter, we present three essential dimensions in conceptualising impact
in PHR. We then begin to unravel the challenge of accessing and assessing the
impact of PHR in the health context (e.g. the dominance of the evidence-based
medicine or EBM worldview). We argue that a key factor contributing to this chal-
lenge is the different epistemological and ontological principles and assumptions
that underpin PHR. Last, we share a few examples from practice on how to assess
impact in PHR including an internationally led initiative called the interactive
knowledge base (iKB) which aims to assess the legacy of impact in PHR.

Impact in PHR: Three Essential Dimensions

The three essential dimensions of impact in PHR are co-impact, social impact, and
embedded and ecological impact. These dimensions are a reflection of recent dis-
cussions among members of the International Collaboration for Participatory Health
Research (ICPHR) on the impact of PHR that were first initiated at an International
Scientific Meeting on this same topic in Bielefeld, Germany, in Spring 2015 (Wright
2015). Subsequently, these discussions have been further articulated in a special
themed issue on the conceptualisation and articulation of impact in PHR (Cook and
Roche 2017). Discussions of what impact in PHR is and what impact in PHR is not
are still in the early phases. The essential dimensions presented in this chapter are a
starting point for articulating the core dimensions of impact in PHR that we hope
will continue with the development of a systematic and dynamic evidence base on
impact in PHR (i.e. the interactive knowledge base that will be presented later on in
this chapter).
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Co-impact

Co-impact, sometimes also referred to as co-creation or co-production, is an
umbrella term defined as “the generation of change as a result of individuals, groups
and organisations working together” (Banks et al. 2017, p. 542). Banks et al. (2017)
have outlined three different types of co-impact in PHR:

e Participatory impact: relates to “‘changes in the thinking, emotions and practice
of researchers and core partner organisations, which happen as a result of their
involvement in conducting [PHR]” (Banks et al. 2017, p. 543). For example,
these types of participatory impacts may be reported as developing confidence,
becoming passionate about an issue, or feeling more empowered to take action
(Banks et al. 2017; Cook et al. 2017). While these types of impacts may occur in
other forms of research, the unique emphasis of co-impact in PHR is that the
focus is on the project process and the learning that happens together (Banks
et al. 2017).

e Collaborative impact: refers to “the take-up and use of the findings of collabora-
tive research by individuals and organisations to change practice and policy, and
influence attitudes and culture” (Banks et al. 2017, p. 543). This type of approach
to co-impact is more utilitarian and findings-based. However, it is collaborative
in that it is a result of people working together.

e Collective impact: is “‘a deliberate strategy on the part of the research partners
(and sometimes others) to achieve a specific, targeted change in practice and/or
policy based on issues highlighted via the research” (Banks et al. 2017, p. 543).
This type of approach to co-impact is particularly important for groups working
to address wicked problems and contribute to social change (Banks et al. 2017).

While Banks et al. (2017) have conceptually differentiated these three different
types of co-impact in PHR, in reality there is significant overlap. The Debt on
Teesside project — an action research project that aimed to research, alleviate, and
advocate on the high levels of debt caused by predatory tactics of some credit card
companies — illustrates a detailed case study on how these three forms of co-impact
interact in practice at micro- and macro-levels (Banks et al. 2017). Further, these
three types of co-impact provide a useful framework for evaluating impact in PHR
projects (Banks et al. 2017).

Co-impact is a fundamental aspect of impact in PHR; however it remains an under-
assessed and under-reported domain in the field. The under-reporting of co-impact is,
in part, a reflection and consequence of the dominance of more traditional (i.e. linear)
guidelines for how research is carried out and disseminated. As the impact of co-cre-
ation is not pertinent in such forms of research, space is not afforded for either consid-
ering or reporting this element that is fundamental to PHR. When participatory
researchers have to report to funders, or indeed write in traditional academic journals,
the impact of co-creation is thus omitted. The lack of documentation of co-impact by
PHR researchers may, however, also be because participation is so central to the heart
of PHR that its value and role in impact are taken for granted. For example, a UK-based
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study, led by co-author Tina Cook, found that participatory researchers tended to
underemphasise both the breadth and depth of the engagement processes that took
place in their reporting of the project (Cook et al. 2017). In a later section of this chap-
ter, we provide some examples from practice to assist PHR researchers in accessing
and articulating co-impact within their projects.

Social Impact

What differentiates impact in PHR from impact in more conventional health science
fields is the explicit commitment to enabling action, with a focus on contributing to
social impact, through developing human agency (Baum et al. 2006; International
Collaboration for Participatory Health Research 2013). While there is no single
definition of social impact, this concept is commonly defined as “the net effect of an
activity on a community and well-being of individuals and families” (Centre for
Social Impact n.d.). For example, these social impacts in PHR can range from
improvements in the health of a specific group of people to addressing the social
determinants of health by improving living standards or addressing the political
determinants of health by changing repressive or restrictive policies.

While other forms of health research may strive for similar social impacts, what
differentiates this type of impact from a PHR perspective is the consideration for the
role of empowerment (i.e. developing human agency) as part of the change or action
process (International Collaboration for Participatory Health Research 2013).
Developing human agency is an important aspect of assessing social impact in PHR
for a number of reasons. First, from a participatory worldview, it is assumed that
people are better motivated to take action on an issue (a) when they have been
involved in systematically learning more about the issue and (b) when they have
become empowered to take action on that knowledge (International Collaboration
for Participatory Health Research 2013). Therefore, in assessing the social impact
of PHR, it is also important to assess the role of developing human agency and
empowerment in the change process.

Embedded and Ecological Impact

The third essential dimension of impact in PHR is that impact is ecological and
embedded in the PHR process [i.e. a result of interdependent processes and relation-
ships nested in particular contexts (McLaren and Hawe 2005)]. To illustrate, the
impacts that occur in PHR do not only occur at the end after data collection, analy-
sis, and dissemination are complete; rather, impact is embedded throughout the
entire PHR process. For example, in PHR there are many iterative cycles of knowl-
edge co-creation, action, and reflection (Ledwith and Springett 2010). It is during
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these cycles, and through dialogue among project members, that many of the
embedded participatory impacts previously discussed can occur (e.g. changes in
thinking, becoming passionate about an issue, or feeling empowered to take action).

Being aware of these embedded impacts in PHR has a number of implications for
researchers looking to better articulate and assess impact in PHR. First, impact in
PHR is not something that can be caught at the end, but needs to be carefully con-
sidered throughout the lifecycle of the project, as it can be a challenge to retrospec-
tively reflect on certain turning points in the project that contributed to certain
impacts. In a later section of this chapter, we provide an example of how to approach
assessing embedded impact across the project.

Impact in PHR should also be considered from an ecological or holistic/systems
lens in order to articulate a more interconnected and holistic understanding of
impacts in PHR (Trickett and Beehler 2017). As John D. Sterman in Trickett and
Beehler (2017) states, “there are no side effects — just effects. Those we expected or
that prove beneficial we call the main effects and claim credit. Those that undercut
our policies and cause harm we claim to be side effects, hoping to excuse the failure
of our intervention” (p. 528). From this ecological perspective, action in one part of
the system will subsequently create a ripple effect in another part of that same sys-
tem. Assessing impact from an ecological approach prepares PHR researchers to
keep an open eye and ear for emergent impacts across different settings (i.e. indi-
vidual, community, institutional) or different groups of people. As impact in PHR is
co-produced and involves many different stakeholders, it is valuable to assess
impact across these various settings and groups as well as the relationships between
them (see the example from practice below).

While these essential dimensions of impact in PHR are presented as separate
entities, in reality they are interconnected and build on each other in telling the
impact story in PHR. The nature of these dimensions presents unique challenges to
PHR researchers in unravelling the impact of their PHR projects; these challenges
will be further discussed in the following sections.

Unravelling the Challenges of Assessing Impact
in Participatory Health Research

Participatory health researchers experience unique challenges in assessing and
articulating the impact of participatory health research. These include the domi-
nance of the linear nature of assessing impact in the health sciences field (Springett
2017), the wide and imprecise use of the term participatory (Cook et al. 2017), and
the perceived lack of appropriate existing outcome indicators to assess impact spe-
cific to PHR projects (Sandoval et al. 2012). While these challenges exist across the
disciplines in which participatory research approaches are practised, they are fur-
ther exacerbated in the context of the health sciences.
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The Health Sciences Context

One of the underlying challenges in assessing the impact of PHR in the health sci-
ences context is the strong dominance of the evidence-based medicine (EBM) para-
digm. EBM is commonly defined as “the conscientious, explicit, and judicious use
of current best evidence in making decisions about the care of individual patients”
(Sackett et al. 1996, p. 71). It is argued that evidence-based practices “maintain an
antiquated understanding of evidence as ‘facts’ about the world in the assumption
that scientific beliefs stand or fall in light of the evidence” (Goldenberg 2006,
p- 2622). The appeal of this positivist approach to evidence is that it claims to
explain complex social processes (Goldenberg 2006). Our issue, like Holmes et al.
(2006), is that EBM has come to be considered a regime of truth in the health sci-
ences, disregarding other important forms of evidence (and impact) such as social
efficacy (Rod et al. 2013), unanticipated outcomes, intuitive knowledge (Ledwith
and Springett 2010), and interactions between intervention and context (Rychetnik
et al. 2002; Goldenberg 2006). Within the EBM paradigm, evidence is most com-
monly perceived as quantifiable data. While qualitative evidence has made progress
in gaining credibility in public health, stories as evidence are still marginalised.
Such forms of knowledge have traditionally been characterised within the dominant
EBM paradigm as subjective and unreliable (Baum et al. 2006). While, as
Greenhalgh and Fahy (2015) suggest, in the UK the understanding of quality in
EBM has been misappropriated and distorted by vested interests, they also argue
that EBM is maturing from its early focus on epidemiology to embrace a wider
range of disciplines and methodologies. Further, “the unenhanced ‘logic model’ of
impact, comprising inputs (research funding)—activities (research)—outputs (e.g.
papers, guidelines)—outcomes (e.g. changed clinician behaviour, new service
models)—impacts (e.g. reduced mortality), is increasingly viewed as over simplis-
tic” (Greenhalgh et al., 2015, p. 3). They go on to argue, however, that there remain
a number of potential biases in EBM, including the low value given to knowledge
through experience, that contributes to devaluing what they term the patient and
carer agenda (Greenhalgh et al. 2015).

For PHR researchers, the dominance of forms of research in EBM that rely on
distance as a key element of rigour creates a climate where participatory approaches
are still seen as subservient. This means trying to demonstrate scientific merit and
impact against quality guidelines and impact frameworks informed by the positivist
ontology of EBM (South 2013). The consequence here is that many of the different
forms of impact in PHR (e.g. relational impacts) are not valued under EBM’s hier-
archy of evidence and hence end up unarticulated and missing from the evidence
base on impact. This contextual challenge is also faced by qualitative researchers, of
course, but its effect is particularly acute for participatory researchers working in
the health field because of the primacy given to practical and living knowledge
(Heron and Reason 1997).
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Three Unique Challenges to Assessing the Impact
of Participatory Health Research

While there are a number of unique challenges that participatory health researchers
may experience in assessing and articulating the impact of PHR, here we unravel
what we believe are three central challenges. The first challenge is that traditional
(i.e. more linear) approaches to reporting research impact within the health sciences
are not compatible with the processes in PHR initiatives (Springett 2017). Current
approaches to assessing impact in the health field tend to follow a linear pathway
beginning with developing the research question, collecting data, disseminating
findings, and concluding with the generation of impact (Banks et al. 2017). Similarly,
the guidelines for reporting research in many health sciences journals also mirror
this linear pathway of impact. This linear pathway does not reflect the emergent and
iterative cycles of reflection, learning, action, and impact that occur repeatedly
throughout the lifecycle of a PHR initiative.

Many PHR researchers can attest that trying to fit what actually happens in the
PHR process into these linear guidelines is like trying to fit a square into a circle:
much of what happens does not fit and ends up being left out of reporting and sub-
sequently the wider evidence base on impact (Cook et al. 2017). This dissonance
between what actually happens (e.g. the unanticipated actions and detours, where
perspectives are challenged, and where unlearning and new learning take place) and
how it is reported brushes over the mess that is commonly experienced by PHR
researchers (Cook 2009). The messiness of the PHR process should not be seen as
noise, but as a critical component that contributes to the rigour and impact of PHR
(Cook 2009; Trickett et al. 2014). The exclusion of mess in the PHR process has
brushed over the unique purpose of PHR and subsequently made it “difficult for
future researchers to understand how outcomes were achieved and how they might
build on those outcomes” (Cook 2009, p. 289).

While there are journals in the field of community psychology (Trickett et al.
2014) and research and practice in educational settings (Cook and Roche 2017) that
have demonstrated support in publishing on issues of impact in PHR, part of
addressing this challenge moving forward will be to advocate for reporting frame-
works that allow the PHR story to be told with all the essential messy components.
In 2017, the ICPHR developed a working group to draft criteria for writing up and
appraising PHR from an international perspective, to begin to address this challenge
(International Collaboration for Participatory Health Research 2018). Although still
in the early phases, the key elements include outlining transparent criteria for
describing types of participation, criteria on validity and credibility specific to the
participatory worldview, as well as opportunities to demonstrate outcomes and
impact beyond written text (i.e. multimedia dissemination).

The second major challenge in assessing impact in PHR is the broad use of the
term participatory. The resulting breadth of research falling under this label makes
assessing expected impacts from this approach very difficult (Cook et al. 2017). So
much so that the concept of participation has been described as “infinitely mallea-
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Table 5.1 Dimensions for participation matrix example

Place an ‘v in the appropriate column to indicate the type of participation across the various
phases of the research project.

Project publication reference: Cook and Inglis (2012). Participatory research with men with
learning disability: informed consent. Tizard Learning Disability Review, 17(2), 92—-101.

Deciding

on Designing

research [research Data Data Report
Type focus methodology |generation analysis writing [Dissemination Action Other
Co-option N/A
Compliance v
Consultation v v 4
Co-operation v v v v v v
Co-learning v v v v 4
Collective v
action

Adapted from Cook et al. (2017)

ble...[and] can be used to evoke- and to signify- almost anything that involves peo-
ple” (Cornwall 2008, p. 269). There are a number of different models outlining
various levels of participation including Arnstein’s ladder of participation and
Cornwall’s (1996) typology of participation (see Table 5.1). Articulating the type of
participation in a PHR project using one of these frameworks can help develop a
more transparent understanding of the types of impacts that result or can be expected.

The third challenge with assessing impacts in PHR is the lack of reported indica-
tors and strategies to capture the link between participatory processes and participa-
tory impacts. For example, a literature review by Sandoval et al. (2012) identified 46
different instruments and 224 measures that related to four components of PHR (in
this case the review focused specifically on community-based participatory research
(CBPR)): (1) context, (2) group dynamics, (3) the extent of the community role in
intervention and/or research design, and (4) the impact of these participatory pro-
cesses on system change and health outcomes. Interestingly, of the 224 different
measures of CBPR characteristics identified in the literature, there were relatively
few measures specific to assessing outcomes (n = 34) (Sandoval et al. 2012). The
outcome measures that were identified primarily focused on empowerment and
community capacity, changes in practice or policy, unintended consequences, and
health outcomes (Sandoval et al. 2012). However, there were no measures identified
in the review that explored changes in power relations, culturally based effective-
ness, or cultural revitalisation and renewal (Sandoval et al. 2012), all key aspects of
PHR that are subsequently missing from the impact evidence base. While the aim in
PHR should not be to mandate a set of standardised indicators to assess impact,
PHR researchers may find it useful to draw on a library of different strategies and
indicators to assess impact depending on how a PHR project emerges within its
respective context.

It is timely then that the ICPHR has developed a participatory epidemiology
working group to continue to explore and identify strategies to assess impact from
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a quantitative lens (International Collaboration for Participatory Health Research
2018). However, quantitative measures are only one approach to assessing impact
and, alone, cannot holistically capture the different outcomes and impacts of PHR
projects. In the following section, we present different qualitative approaches that
have been used to capture PHR impacts from a systems and ecological perspective
that is attuned to the participatory and relational dimensions of PHR. Ultimately, a
systems approach to capturing impact drawing on both qualitative and quantitative
disciplines will be essential, as attributing impact or change to any single effort may
be unrealistic given the complex and dynamic natural environments in which PHR
projects are situated (Trickett and Beehler 2013; Sandoval et al. 2012).

Tangible Approaches to Building the Impact Evidence Base

In this section, we share different tangible approaches to assessing and documenting
impact in PHR that align with the essential dimensions of impact in PHR previously
presented (i.e. co-impact, social impact, and embedded and ecological impact). The
examples below mainly draw from a qualitative lens and nicely complement the
quantitative instruments and measures previously identified (Sandoval et al. 2012).

Community asset mapping and ripples and social network analysis are two meth-
ods suggested by Trickett and Beehler (2017) to help PHR researchers assess ripple
effects and ecological impacts. Community asset mapping is defined as “a process
of documenting the tangible and intangible resources of a community by viewing
the community as a place with strengths or assets that need to be preserved and
enhanced, not deficits to be remedied” (Kerka 2003, p. 3). There are a variety of
toolkits available online that PHR researchers may find useful as a starting point,
including the Community Capacity Inventory and the Questions to Ask While
Community Mapping tools hosted on the Community Toolbox website.! These
methods could be used at varying time points over the life of a PHR initiative and
even beyond to assess changes in assets. However, Trickett and Beehler (2017) sug-
gest that mapping assets on its own is not enough from an ecological participatory
perspective, as it misses out on key impacts including the relationships between the
assets. Therefore, from a PHR lens, it is important to also map “the interdependence
of such assets and their history of working together (or not)” to provide a more
dynamic picture of PHR ripple impacts (Trickett and Beehler 2017, p. 533).

Social network analysis is another method recommended by Trickett and Beehler
(2017) to assess the relational dimension of PHR that contributes to co-impact (an
essential dimension of impact in PHR). One of the anticipated outcomes of PHR is
that relationships are expected to change as a result of participatory involvement
and may include increased (and potentially decreased) connections among project
members. The value of strengthening these relationships among project members is
that it can support groups to better support the goals they wish to collectively

Thttps://ctb.ku.edu/en
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achieve. Therefore, assessing how social networks change over time is a useful
method in capturing impact in PHR from a relational lens. A social network is “the
articulation of a social relationship, ascribed or achieved, among individuals, fami-
lies, households, villages, communities, regions, and so on” (Bandyopadhyay et al.
2011, p. 1). Social network analysis then is the analysis of “various characteristics
of the pattern of distribution of relational ties... drawing inferences about the net-
work as a whole or about those belonging to it considered individually or in groups”
(Bandyopadhyay et al. 2011, p. 4). The unique value of social network analysis for
exploring impact in PHR is that it can also be used as an approach to assess changes
in power in research relationships over time (Neal and Neal 2011; Trickett and
Beehler 2017). Understanding this power element is important to capture, as the
dialogical processes at the centre of PHR are only successful to the extent that
power dynamics are acknowledged and better understood (International
Collaboration for Participatory Health Research 2013). There are many different
tools and software available to assist in conducting a social network analysis, a
sample of which is summarised on the Knowledge Sharing Toolkit webpage.>

Alongside community asset mapping and ripples, and social network analysis,
the ICPHR is developing a framework to help PHR researchers assess the link
between participation and impact across different phases of the research lifecycle
building on the work of the APRIL (Accessing Participatory Research Impact and
Legacy) project in the UK led by co-author Tina Cook (Cook et al. 2017). The
Dimensions for Participation Matrix example (Table 5.1) can help researchers to
categorise the depth of participation across the various phases of the research,
informed by Cornwall’s (1996) levels of participation. In the APRIL project, use of
this matrix helped researchers to be more precise and explicit about the breadth and
depth of participation that occurred in the research (Cook et al. 2017). Working
through this matrix can help to stimulate further discussion and reflection on types
of participation and impact, as was the case in the APRIL project (Cook et al. 2017),
on aspects such as:

*  What was the impact across various stakeholders and where did it occur?

* Were there any perceived links between participation and the quality of the
research design?

*  Who benefited most from the participation in the study, what did that benefit look
like, and when did it occur? (p. 481)

The Impact in Participatory Health Research grid (Table 5.2) helps researchers
to categorise what impact they think the project will have (to assist with prospective
mapping) or to reflect back and assess the impact the project has had (a retrospective
analysis) across the different phases. Together, these two draft frameworks can
assist PHR researchers in linking the specific types of participation to the different
forms of impact that have occurred, resulting in a more transparent articulation of
the impact and value of participation in research. These frameworks are currently
being piloted by members of the ICPHR and, when revised, will form the basis for

2http://www.kstoolkit.org/
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Table 5.2 Impact in participatory health research (Place an ‘x’in the appropriate column)

Degree of impact: scale where 1 is
lowest

Category

1 2 (3 |4 |5 [NA

On research agenda

Initiating this research topic

Identifying different research questions

Influencing funding decisions

On research design

Amending the focus of this research

Shaping the question (s) for this research

Designing data collection/generation approach

Designing approach to data analysis

Designing approaches to trustworthiness and rigour

Quality of the data

On research process

Supporting recruitment

Collecting/generating data

Analysing data

Writing up

Dissemination

On participatory researchers

Knowledge of research

Self esteem

Confidence

Other

On academic/community-based researchers

Affected perceptions

Affected engagement with communities of practice

Affected access to data

Affected understandings of topic area

Affected dissemination strategy

On services

Affected health outcomes

Affected patient care

Affected costs

Provided new products

Improved educational dimension

Changed service provision

Changed organisational processes

Changed organisational behaviours

On policy

Influenced debate

Influenced policy making (legislation, guidelines, etc.)

Other: Please specify
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anewly proposed interactive knowledge base to bring together and share the various
impacts of PHR projects in a dynamic and systematic manner.

These three examples of possible strategies highlight different tangible methods
to assist researchers in documenting the impact of their PHR projects. These meth-
ods emphasise different elements of conceptualising impact in PHR: co-impact
(relational), social (collective) impact, and ecological (embedded ripple effects)
impact. There is no single method or tool to capture all the different elements; PHR
researchers will be required to experiment with different methods in an additive
fashion to holistically capture impact in PHR. For PHR researchers, it will also be
important to capture impact in a systematic yet dynamic way to begin building an
international evidence base on the unique contributions and impact of PHR.

Moving Forward on the Issue of Impact: The Interactive
Knowledge Base (IKB)

The interactive knowledge base (iKB) is an expansion of the earlier APRIL project
(Cook et al. 2017) and aims to unravel and systematically capture the dynamic
impacts of participatory health research. The next steps in the development of the
iKB are being led by members of the ICPHR in Canada and the UK (International
Collaboration for Participatory Health Research n.d.). The aim of the iKB in the
long term is to map the relationship between participation and impact, the scope of
impacts that can be expected, and how these impacts manifest in different contexts
of health research (i.e. different issues, locations, people involved, etc.). The iKB
will be a gathering point for different types of data such as traditional scholarly
articles, web archives, and visual data including videos, photographs, and stories.

The pilot framework to retrospectively assess and document impact will focus on
(1) how impact manifested in the research project; (2) what types of impact can be
rationally expected from participatory health research; (3) how impact can be
observed, demonstrated, and documented; (4) what indicators would be most useful
in assessing genuine participation and impact; and (5) what the connection between
impact and participation is. The aim is to seek clarity through informed descriptions
of past implementation of the research process to help make explicit the acquisition,
transformation, and dissemination of impact during and after the participatory
process.

Inspired by the Cochrane Library (Cochran Community n.d.), practitioners of
PHR (academic and non-academic) will be given the opportunity to register their
projects online and be given web space to upload academic scholarship as well as
other materials into an online database. It is intended that the multimedia format
will allow all types of stakeholder groups (e.g. academic, clinical, community) to
participate. In contrast to the Cochrane Library, however, the interactive knowledge
base will have advanced features whereby registrants have discussion space to
reflect on their experience of doing PHR and stakeholders can read about and con-
nect with other PHR groups and add their own reflections after project completion.
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This aspect of the interactive knowledge base is important because, as had been
confirmed in the APRIL project, many of the extended benefits of PHR remain
undocumented (i.e. outside the scope of academic publication) and require the
involvement of practitioners and stakeholders in dialogic and self-reflective pro-
cesses (Cook et al. 2017). Thus, the iKB will engage PHR participants directly in a
social learning process and thereby increase their understanding of impact and its
articulation.

The iKB will help to inform a clearly articulated conceptualisation and mapping
of impact in PHR that will be translated into a usable internationally accepted
framework that in turn can inform future PHR projects while being sensitive to dif-
ferent local cultural contexts and health conditions. Furthermore, the proposed iKB
will help PHR stakeholders (academic and non-academic) identify how their
research fits with currently recognised dimensions of participation (hence address-
ing the challenge of poor articulations of participation) and impact and to further
develop them where appropriate. The participatory and dynamic features of the iKB
provide a space for PHR researchers to tell the whole story without being limited by
a linear reporting framework and, in essence, make what actually happens a heuris-
tic for PHR impact theory (Trickett 1991).

Conclusion

In this chapter, we have outlined why conceptualising impact in PHR needs to
reflect the values, principles, processes and overall worldview of a participatory
lens. The three essential dimensions of impact in PHR that we have presented in this
chapter — co-impact, social impact, and ecological impact — represent a jumping off
point for further formulating the core dimensions of impact in PHR. While PHR
researchers experience a number of challenges in demonstrating impact in the health
sciences context, it is our hope that the development of the new interactive knowl-
edge base will advance the science of PHR by providing a common nomenclature
about how participation and its impacts should be described and operationalised.
This will in turn provide much needed empirical evidence to help PHR contribute
more effectively to the improvement of people’s health and to the development of
health services and policies internationally.
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Chapter 6

Reviewing the Effectiveness

of Participatory Health Research:
Challenges and Possible Solutions

Janet Harris

Introduction

Ageing populations and people with long-term and chronic conditions are creating
rising health-care costs and increasing demands on health systems. As a result, there
is renewed interest in looking to participation in health research as a possible solu-
tion. For example, health systems are concentrating on reducing the expensive hos-
pital services by tasking primary care with keeping people in the community. Primary
care in turn is partnering with communities to promote self-care and reduce risk for
developing chronic and long-term conditions. Community-based strategies for pro-
moting health and wellbeing have experienced various levels of success, and a num-
ber of explanations have been produced for what works. Cultural relevance and
appropriateness are seen as key (Liu et al. 2012) as are coalitions and partnership
working (Anderson et al. 2012). Partnership working proposes that forming good
relationships across community, government and academia can encourage active
participation in addressing the conditions that affect health, producing interventions
that integrate community knowledge with research (Oetzel and Minkler 2017).
Several systematic reviews examining the impact of community engagement
and participation in health research (Roussos and Fawcett 2000; Viswanathan
et al. 2004; O’Mara-Eves et al. 2015; Rifkin 2014) have found that collaborative
partnerships can engage communities, and use of a participatory health research
(PHR) paradigm can mobilise communities to take action on upstream circum-
stances relating to health (Roussos and Fawcett 2000). The most recent system-
atic review has found solid evidence that community engagement is positively
associated with individuals achieving health outcomes across a range of condi-
tions (O’Mara-Eves et al. 2015), but other reviews have found that outcomes may
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be related to resolving ‘non-health’ issues such as housing or crime at the level
of community empowerment (Milton et al. 2011).

Although the relationships between participation and health have been validated
(Oetzel et al. 2015), documenting the effectiveness of participatory health research
is difficult. Few health studies analyse relationships between the process of partici-
pation and improved health status (Rifkin 2014). Methods for conducting system-
atic reviews of the effectiveness of participatory health research need to be developed
because health care is increasingly being shifted to communities without a corre-
sponding shift in funding. Community-based services will need evidence of effec-
tiveness in order to ensure adequate funding and present strong arguments for their
approaches which are for the most part participatory. This chapter outlines the chal-
lenges of conducting reviews of participation in health research, which include:

* Assembling an experienced review team

* Defining participation and impact

* Formulating a review question

* Conducting sensitive searches

* Deciding which literature to include

e Extracting meaningful information from studies
* Synthesising findings

* Disseminating to promote use of the review

Solutions for reviewing participation are presented, based on experiences of
conducting several reviews.

Assembling a Review Team

Review teams usually include experienced reviewers alongside health researchers
with expert knowledge of the health issue or intervention. A wider group of stake-
holders may be involved including service providers, users of services, carers and
agencies advocating for people with health and social needs, commissioners of
services and policymakers. They are typically consulted when framing the ques-
tions for the review or checking the findings (Oliver et al. 2015). Reviews that aim
to produce explanations, such as realist reviews, may opt for more involvement by
convening stakeholders at key stages to produce explanatory accounts of the pro-
cess and results (Pearson et al. 2015). While stakeholders as consultants can influ-
ence aspects of a review, the review team has the power to make decisions about
how the contributions are used. This is called epistemological power — i.e. power
to decide what it actually means to know something or what really counts as evi-
dence (Barreto 2014). The group in control makes the decisions about what to do
with stakeholder knowledge, thereby influencing each stage of the knowledge cre-
ation process (Van de Ven 2007). When reviewing participatory health research,
experts in the PHR approach need to be included, as well as people with experi-
ence of doing PHR. Further, these experts and the wider stakeholder group need to
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be given opportunities to contribute at all stages of the review. It can be argued that
periodic stakeholder contact may not produce the dialogue needed to develop
understanding of what is being found, risking the exclusion of important perspec-
tives from people who have lived experience of the health issue. Including people
with little experience of systematic reviewing challenges academics, who may not
have the skills to facilitate co-production with people who have limited research
experience. Including stakeholders throughout a review, however, can raise aware-
ness of epistemological bias. Further, when stakeholders with experience of deliv-
ering or receiving the intervention are involved across different stages of the
review, they can identify missing elements of intervention or context. Co-production
contributes to several types of validity that are used in participatory research
(ICPHR 2013):

» Participatory validity, e.g. getting stakeholders to actively engage in the review
process as much as possible

* Intersubjective validity, e.g. the extent to which the research included in the
review is seen as credible from different perspectives

» Contextual validity, e.g. the extent to which the research included in the review
is seen as relating to local situations (different ethnic groups and economic,
social and geographical settings) of people who will be the end users of the
review

We found that a co-production approach was instrumental in producing a credi-
ble review of the impact of peer support on reducing health inequalities (Harris et al.
2016, 2015b), and our methods for assembling the team are described in Box 6.1.

Box 6.1 Assembling a Participatory Review Team

We developed an approach that we have called ‘participatory systematic
reviewing’ because it embodies the paradigm of doing research with provid-
ers and recipients of interventions, rather than relying on academics to make
judgements based solely on the information in the primary studies. We assem-
bled a group of people with lived experience of delivering or receiving peer
support using snowballing and networking. We decided to describe this as an
Advisory Network. With the exception of writing the proposal, the Network
contributed to each stage of the review. They described the intervention and
constructed a programme theory explaining how, when and why peer support
works. They reviewed the key elements of peer support that had been
researched and identified one critical element — instrumental support — that
had been dismissed as unimportant in health settings. Their descriptions of
instrumental support enabled us to recognise it in the research. The theory
produced by the Network was also compared to theories produced in the
research. Their role was similar to that of topic experts who belong to a sys-
tematic review panel, contributing to shaping and conducting the review as
well as reviewing findings.
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The Network engaged with academics in a process of collective sense-making
(Weick 1995) where interactions produced explanations of the relationship between
peer support and health outcomes that were grounded in the experiences of provid-
ers and service users. The inclusion of practical knowledge about instrumental peer
support was critical to developing the final theory (Harris et al. 2016).

Conceptualising Participation and Impact

A number of authors have noted that there are diverse definitions of participation
(Cook 2012; Beresford 2013; Rifkin 2014), so the review team must make decisions
on the population, setting and dimensions of participation and impact. The popula-
tion may be defined by the type of participation, e.g. people who contribute to
designing, delivering and evaluating an initiative, people who receive interventions
or services or both groups. It can be further refined by age, cultural group and set-
ting. ‘Setting’ can be problematic, as studies that describe themselves as ‘commu-
nity-based” may have very different definitions of community. For example, in a
recent review of diabetes, the notion of community included a neighbourhood
served by community agencies and a health centre (Chesla et al. 2013), an urban
district of 150,000 (Daivadanam et al. 2013), a Native American tribe of less than
7000 (Macaulay et al. 1997) and African Americans in the Alabama Black Belt, a
rural area comprised of 8 counties (Andreae et al. 2012). Decisions need to be made,
therefore, on whether to define community as an area bounded by a health service,
a geographical region or an ethnic group.

Participation can be conceptualised by level, the timing or the frequency/inten-
sity of the interaction. There are a number of frameworks that can be used to con-
ceptualise levels. One of the most common is based on Sherry Arnstein’s classic
ladder of participation (1969) and contains six levels (Box 6.2, Cornwall 2008).

Box 6.2 Levels of Participation

1. Co-option — where token representatives are chosen but have no real input
or power in the research process

2. Compliance — where outsiders decide the research agenda and direct the
process, with tasks assigned to participants and incentives being provided
by the researchers

3. Consultation — where local opinions are asked for, but outside researchers
conduct the work and decide on a course of action

4. Co-operation — where local people work together with outside researchers
to determine priorities, with responsibility remaining with outsiders for
directing the process

5. Co-learning — where local people and outsiders share their knowledge in
order to create new understanding and work together to form action plans,
with outsiders providing facilitation

6. Collective action — where local people set their own agenda and mobilise
to carry out research in the absence of outside initiators and facilitators
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In our experience, these levels are not usually reported in health research
studies, unless a PHR paradigm has been used. Another framework allows data to
be extracted from studies by the stage of research at which the participant was
involved (Shippee et al. 2015). The stages are characterised as priority setting,
proposal writing, intervention design and implementation. The most recent
framework (Lucero et al. 2016) allows extraction by the process of participation.
Although articles will identify the stage at which people participate, they may not
describe the process of participation. Key elements of the process therefore need
to be included in the definition of participation to help reviewers decide which
articles should be included in the review. These models and frameworks are
potentially useful for documenting the impact of participation but are very depen-
dent upon what is actually reported in the literature.

The timing of participation may be important because it may be more difficult
to engage and to establish equal partnerships when people are brought on board
after priorities have been set and funding proposals have been submitted
(Andreae et al. 2012). Frequency and intensity of participation have been identi-
fied as a possible key factor in enabling people to achieve health outcomes
(Cargo et al. 2015).

For our reviews, we defined participation as the agency of a person or a group of
people to exert influence on health research, health structures, practices, services or
policies that have an effect on their health and wellbeing. This includes the concept
of empowerment, defined as a social action process of individuals, organisations
and communities to transform life conditions for greater health and equity
(Wallerstein 1992).

Our definitions of impact (Box 6.3) are based on Chap. 5, a working paper being
developed by the ICPHR (International Collaboration for Participatory Health
Research 2018) and the CBPR conceptual model (Lucero et al. 2016; Wallerstein
and Duran 2010).

Box 6.3 Definitions of Impact in Participatory Health Research

* Changes in the design or conduct of an intervention or research project,
incorporating local experiential knowledge and culture, norms and
practices

* Transformative learning, e.g. generation of new knowledge, evidence or
theory as a result of learning together

* Building capacity to make decisions about lifestyle, environment, health
and wellbeing

* Changing relationships and group dynamics, e.g. changes in traditional
hierarchies or historical relationships, formation of new or expanded part-
nerships, creation of more equitable collaborations and coalitions

* Improving the lives of those involved in the design, conduct, analysis and
dissemination of the research and/or evaluation of the research process

* Structural impacts, e.g. changes in traditional structures, practices, cul-
tures, power relations and policies

* Improved health, reduced disparities and increased social justice
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Impact can occur at different levels, including the people directly involved in the
research; the local organisations, areas or community groups where the research is
taking place; and networks that are developed via the research process (local,
national, international) and systems (political, economic, social, technological).

Impact level should be selected based on the interests of the audience — those
who are commissioning and using the results of the review. The extent of impact can
range from single to cumulative to a wider-reaching ‘ripple effect’ generating unan-
ticipated outcomes. Finally, impact can occur at different points in time — during the
project, immediately after the project or over the medium or longer term. Before
undertaking a review of long-term impact, the literature needs to be scoped to deter-
mine whether there are an adequate number of studies reporting longer-term effects.

These definitions for participation and impact are given to make the point that
when conducting a review, the review team needs to craft their definitions to suit the
knowledge that is available while satisfying the interests of those commissioning
the review.

Formulating a Review Question

Review questions are formulated using a set of mnemonics to focus on a specific
population, intervention or outcome, but the element of participation needs to be
incorporated into the mnemonic as shown in Box 6.4. While the PICO format is
most often used in review of effectiveness, it can only be used if there is research
comparing one form of intervention with another. This makes it difficult to use for
reviews of participatory health research, because there are no studies yet that com-
pare a participatory approach with other approaches.

Box 6.4 Formats for Questions About Participatory Health Research
PICO (Richardson et al. 1995)

Population: In people with diabetes

Intervention: Do interventions that are codesigned by patients and the wider
community

Comparison: When compared with interventions that are not codesigned
Outcome: Produce more appropriate interventions

SPICE (Booth 2006)

Setting — Where? In what context? In North American tribes

Perspective — For whom? People with diabetes who codesign and research
diabetes interventions

Intervention (phenomenon of interest) — What? Who? Promote better uptake
of the intervention

(continued)
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Box 6.4 (continued)

Comparison — What else? Than projects that do not involve people with
diabetes in codesign

Evaluation — How well? What result? Improved self-management of
diabetes

CHIP (Shaw 2010)

Context: In communities where there are high levels of diabetes and
pre-diabetes

How the study was conducted: Does participatory health research

Issues examined: Enable the circumstances leading to diabetes risk to be
identified

People involved: By people who are at risk

3WH (Sandelowski et al. 2007)

What topic: Can risks be associated with high levels of diabetes in a
community

Who population: Be identified by the people who are at risk, working in part-
nership with academics and community leaders

When temporal: Before people are hospitalised

How methodological: Using participatory health research

CIMO (Wong et al. 2013)

Context: Do participatory health research projects that use academic-commu-
nity partnerships

Intervention: To co-produce diabetes education programmes

Mechanisms: Engage people with diabetes and the wider community
Qutcomes: In producing relevant and appropriate education that empowers
people to take control of diabetes and reduce diabetes-related risk

The SPICE format also requires a comparison. In our current review, we have
found that it remains difficult to compare different levels of participation because
they are often poorly reported in primary studies (Harris et al. submitted). The CHIP
and 3WH mnemonics are more open ended, allowing exploration of the effective-
ness of PHR without doing a comparison. The sample question for the CIMO
framework shows that in participatory health research, process outcomes are
included alongside impact outcomes. This is a critical point to consider, as the pro-
cess of participation has a direct influence on whether people are able to participate
in the intervention and are supported to achieve health outcomes. The types of ques-
tions that can be asked in a review, to capture process, are shown in Table 6.1 below.

Review questions can focus on impact within projects or beyond projects. Within
projects, the relative contribution of participation at various stages can be the focus
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Table 6.1 Questions for reviews of the process of participation

Type of inquiry

Types of review questions

Implementation inquiry:
How do participatory
approaches contribute to
the process for designing
and delivering the
intervention or
programme?

How were people involved in deciding the components of the
intervention?

Were local people consulted or engaged in developing recruitment
strategies? Did they do the recruiting? Were there barriers to
recruitment that can be attributed to lack of engagement?

Who participated? How many over time? Did the programme
attract the target audience?

What were the frequency, duration and intensity of the
intervention? Did it reflect the levels of participation that the target
group would consider realistic or appropriate?

Did participants actually engage with the intervention? How did
participants experience the intervention and did their experiences
affect engagement?

What were provider experiences of delivering the intervention?

Was the intervention implemented as planned? Why or why not?

Appropriateness inquiry:
To what extent does the
approach to participation
fit (or is it likely to fit)
with the cultural, ethical or
equity context?

Is the approach appropriate, acceptable and accessible to people
within their local context?

How does the participatory intervention (potentially) impact on
equity from both a positive and negative perspective for different
population groups?

Are the desired outcomes the outcomes that are valued by the
population?

Are the desired outcomes consistent with people’s priorities and/or
beliefs?

What is the population’s perception/experience of negative
consequences of the intervention?

Effectiveness inquiry:
Do participatory
approaches work?

What is the effectiveness of a community-based (intervention)
compared to interventions that do not use participatory approaches
for the population?

Do the effects vary in relation to subgroups within the population?

Do effects vary in relation to the country context and history of
using participatory approaches in health?

Adapted from Cargo et al. (2015), Pearson et al. (2005) and Harris et al. (2018)

of the review, or the review question can ask whether participation ‘works’ in terms
of achieving the desired health outcomes. These questions may be combined within
a single review. There is also a ‘beyond-project’ set of review questions, assessing
impact in terms of broader and more far-reaching changes, often occurring after the
original study has been completed, which have social, economic, environmental and
health benefits for individuals, groups, communities and systems (Table 6.2). During
the project, it is likely that researchers and local participants will be the main benefi-
ciaries, while policymakers and nonacademics are the main beneficiaries after the
study is completed (Phipps et al. 2016).
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Table 6.2 Questions for reviews of the impact of participation

Impact questions

Did sharing of local experiential knowledge and culture, norms and practices instigate a change
in the design or conduct of the intervention or research project?

Did participation improve the lives of those involved in the design, conduct, analysis, evaluation
and/or dissemination of the research?

Did participation change historical relationships, group dynamics and traditional hierarchies?
Did it lead to more equitable partnerships and collaborations?

Did participation lead to the formation of new or expanded partnerships, collaborations or
coalitions?

Did participation create transformative learning, e.g. generation of new knowledge, evidence or
theory as a result of learning together?

Did participation increase capacity on individual and/or collective levels to make decisions
about lifestyle, environment, health and wellbeing?

Did participation promote a social action process across individuals, organisations and
communities to transform life conditions for greater health and equity?

Did participation have structural impacts, where changes occurred in traditional structures,
practices, cultures, power relations and policies?

Did participation lead to improved health and wellbeing, reduced disparities and increased
social justice?

Conducting a Scoping Review

A scoping review is useful in deciding the parameters of a review of participation.
Scoping reviews are a way of mapping the territory of participation for a particular
health topic. They not only serve to develop definitions for participation and impact
but also help in making decisions about the boundaries of the review (Joanna Briggs
Institute 2015).

The first question to ask of the abstracts that have been retrieved is: Is the article
about participation? Our process for excluding articles based on definitions of par-
ticipation is described in Box 6.5.

Box 6.5 Using Definitions of Participation and Impact to Refine the
Search

A preliminary scoping of the literature was conducted, and abstracts includ-
ing the population and condition of interest were retrieved. For our review,
this was all adults with diabetes or at risk for developing diabetes, where rel-
evant keywords are related to the phenomenon of interest, e.g. participatory,
engagement and involvement. Because our review aimed to identify effective
approaches to involving patients and the wider community in diabetes
research, we excluded studies in the first instance that claimed to use partici-
pation but that didn’t describe one of the levels (co-option through collective

(continued)



80 J. Harris

Box 6.5 (continued)

action). Over 92% of the abstracts were excluded; 211 articles were retrieved,
the full text was read to see if participation was described and a further 154
were excluded. The remaining 57 all described participation at one or more
stages of the research (Harris et al. 2015a, b). We included articles with both
thin and detailed descriptions of impact, in order to map how impact was
defined and assessed.

After restricting the number of articles to those that truly included participation,
other questions can be asked to set boundaries for the review, for example:

e What is the context in which participation takes place?
e What is the aim of the participation?
e What is the length of time over which the impact of participation is assessed?

The period of time covered by the project is important because it is related to
different types of impact. Whereas ‘within-project’ impact is created by those who
are on the research team, ‘beyond-project’ impact is created by nonacademic part-
ners such as policymakers and community members who use the learning to inform
decisions and programme development.

It is rare to find short-term and longer-term impact in one publication, unless a
journal is devoted to reporting a single project (Hasnain-Wynia 2003; Trickett et al.
2014). Journals often require authors to publish methodology and results for inter-
vention studies separately. If included articles are limited to those that report only
health outcomes, reviewers will be working with articles where ‘years of partner-
ship development and collaboration must be distilled to few words in a small num-
ber of journals willing to publish this more descriptive science’ (Viswanathan et al.
2004, p. 5). Articles reporting on longer-term impact, as well as those describing
process, may not be indexed to the original study because they are seen as separate.
This has implications for searching, as a straightforward search on outcomes will
rarely produce citations for process or longer-term participation impact.

A method called cluster searching can be used to identify all documents related
to a particular project in order to trace pathways to impact (Booth et al. 2013).
Cluster searching is an iterative process, where forwards and backwards chaining is
done using the relevant article — the index paper — to identify all related materials
(Fig. 6.1). Relevant materials are not limited to journal articles — grey literature such
as evaluation reports can be included, as can documents describing the process of
participation (meeting notes) and the value of participation. The aim is to compile
as complete a picture as is possible for the overall process.

An example of an exhaustive search for community engagement (which
includes all synonyms for participation) can be found in Chap. 2 of Harris et al.
(2015a, b). As more reviews of participation are produced, it is likely that even
more efficient search strategies will be developed and reviewers are advised to
consult published reviews of participation when constructing the search strategy.
It is likely, however, that searches on participation will retrieve much that is not
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Authors Index article on health Authors
AND outcomes AND
Key terms Key terms
(Pre-index Authors (Post-index
publications publications
including gray Key terms: Participation; including gray

literature and
web citations)

literature and
web citations)

community based participatory
research; diabetes

Introduction section of paper:
Preparatory work for the study

Cita}tions of cited Citations of
carlier work Discussion section of paper: wor.k not
May cite other related work by prewgusly
the partnership. identified
Backwards
chaining
identifies all - - For\fva.rds
carlier Author contact identifies any chaining
accounts of missing information on the identifies later
project process ar}d impact of accounts of
participation project

Fig. 6.1 Cluster searching: a worked example

relevant (high specificity) because articles are poorly indexed, making the abstract
sift time-consuming as described in Box 6.5.

The scoping review will produce information on the types of studies that have
been published on participation, which can be used to decide upon the type of sys-
tematic review that can be conducted. As of 2009, 14 different systematic review
types had been identified (Grant and Booth 2009), and the number continues to rise.
As studies exploring participation in health research are relatively new, it is likely
that the most appropriate review types will involve (a) mapping, where an overview
is presented and research gaps are identified; (b) qualitative reviewing where con-
structs and themes are identified illustrating the contribution of participation to
health research; or (c) mixed methods reviews that combine learning from both
process and outcomes studies to relate participation and intervention.

Deciding Which Studies to Include in Reviews of Participation

When explaining the relative impact of participation, issues of reporting,
quality and relevance need to be addressed. Reporting refers to whether the
process of participation contains enough detail to enable reviewers to make
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decisions about impact. Reviewers can construct a list of ‘inclusion questions’
such as those listed in Box 6.6.

Box 6.6 Judging Whether Participation Has Been Adequately Reported

* Are the aims of the participatory approach described? How is participation
expected to contribute to impact?

 Is there a description of the types of people that were included (patients,
service users, members of health interest groups, other communities of
identity or place, health practitioners, other relevant practitioners, manag-
ers and policymakers)?

* Does the paper explain why the participation of these particular stakehold-
ers was considered important?

* How people were included — how were they invited to take part and what
was done to help them feel included?

* How was a collective process of learning fostered? What enabled people to
participate?

* What did people contribute to the design and conduct of the research?

* How did their input contribute to the design and implementation of the
research? For example, were recruitment methods informed by participant
norms for what would be appropriate and acceptable? Were outcomes col-
laboratively constructed rather than externally driven?

* How did people collaborate/work together?

* How were their contributions used to make decisions about the research
process?

Decisions about excluding on the basis of thin reporting are difficult, because
many primary studies contain little information on process. Review authors have
noted that information on the characteristics of partnerships and coalitions is often
missing or inadequate, making it difficult to explain underlying mechanisms that
promote health (Anderson et al. 2012). Few primary studies describe whether or
how space is created for relationship building, deliberation and dialogue and
knowledge co-creation although descriptions of the process are key to understand-
ing whether the process fostered inclusivity and involvement. O’Mara-Eves et al.
(2013) found that explaining effectiveness was difficult because experimental and
process evaluations provided only partial descriptions of structure and process. A
conceptual model of PHR developed by Lucero et al. (2016) presents how group
dynamics and partnership formation are influenced by and interact with local con-
texts, which in turn influences development of the intervention and appropriate-
ness of the research. But without information on organisational contexts, political
environments and prevailing priorities, it becomes impossible to identify what
influences the process and outcomes of interventions and initiatives using partici-
patory approaches.
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Because we know that reporting of participation is thin, relevance of information
becomes very important. Relevance quite simply means that the information
contained in a paper makes an important contribution to answering the review ques-
tions. Papers may contain important ‘nuggets’ of information explaining the effect
of participation, identified after much sifting. When these nuggets are located, deci-
sions need to be made about whether to include papers that have relevant informa-
tion even if the overall study is of poor quality (Heyvaert et al. 2013).

Judgements on the value of ‘nuggets’ can be made through the use of logic mod-
els. A logic model is a graphic representation of the structure and/or the process of
an intervention or service (Funnell and Rogers 2011). They can be used to engage
stakeholders at an early stage in describing how participation contributes to the
design, implementation and effects of health research in theory. The initial searches
are then used to further populate the model. When information is lacking, additional
searches can be used as well as contact with stakeholders to find relevant
information.

Appraisal of quality for different types of studies usually asks whether the
research was conducted in an ethical manner and whether it is relevant to practice
or policy, the clarity of reporting, the coherence of the findings and the appropriate-
ness and rigour of the methods (Cohen and Crabtree 2008). The appraisal process
acts as a filter, supporting decisions to exclude studies of poor methodological qual-
ity. Filtering is useful when a large number of studies — perhaps too many for the
review — have been identified. Filtering also removes poor-quality studies that may
not enable decisions about whether the contribution of PHR to impact was a true
effect (Viswanathan et al. 2004).

Issues of thin reporting, relevance and quality may be addressed through the use
of cluster searching. Cluster searching is a method where all documents related to a
particular project are located in order to trace pathways to impact (Booth et al.
2013). As noted by some reviewers, relationships between participation and health
outcomes may be reported separately (Viswanathan et al. 2004); in some cases the
relationships are reported long after the original study as they are considered of
lesser interest (Adams et al. 2012); and there are few opportunities to report on
proximal, intermediate and distal outcomes in a single article because funding is
often limited to evaluating short-term outcomes (Roussos and Fawcett 2000). In
PHR, a number of articles may be produced as a result of long-term partnerships
that continue despite variations in research funding (Jagosh et al. 2015). Cluster
searching maximises the opportunities to represent impact from a single initiative or
multiple initiatives emerging from the partnership, over time.

Developing a Preliminary Theory for Impact

If it is possible to cluster papers on process, outcomes and impact, a rich picture can
be produced tracing the pathway from participation to impact (Harris et al. 2015a, b).
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Table 6.3 An a priori theoretical framework for participation in diabetes research

Propositions about involvement by stage of research

Priority setting: getting people to identify the most important issues and participate in setting
priorities for research will increase interest in participating in codesign of the intervention.
Deciding priorities without involvement leads to questions on the relevance of the research

Proposal writing: involving people in writing proposals for funding increases collective
ownership for research projects. Involving people after proposals are written risks less
ownership and may make people feel that they are not equal partners in the project

Intervention design: asking people to help with the design of the intervention produces more
culturally acceptable interventions, more appropriate approaches to recruitment and more
user-friendly information and tools. Excluding people from the design process may lead to
project information that is difficult to understand, less cultural acceptance and lower recruitment
rates

Implementation: involving people in
(a) Recruitment produces high recruitment rates because they are able to help participants
understand the relevance and benefits of the research
(b) Delivering the intervention may increase trust and communication and foster relationships
which lead to high retention rates and good levels of active participation
(c) Data collection and analysis may produce additional insight into how and why an
intervention works (or doesn’t work)
Dissemination: involvement at any stage (a) promotes understanding of the aims and benefits of
the research, creates local ownership and likelihood that a local network is created to share
what is learned and (b) helps to ensure that findings is relevant and understandable

In both primary studies and systematic reviews, a preliminary conceptual map
of how participation works can be developed using existing research and stake-
holder experiences. A theoretical or conceptual framework can be developed that
proposes general relationships between participation and impact (see, e.g.
Khodyakov et al. 2011). Alternatively, a logic model can be developed which illus-
trates the relationships between participation, research design, implementation and
outcomes for specific populations in a given context (Allmark et al. 2013; Anderson
et al. 2011; Baxter et al. 2010, 2014). Reviewers can develop their own model or
use a pre-existing framework such as the CBPR conceptual model (Lucero et al.
2016; Oetzel and Minkler 2017).

For example, in our review of patient and wider community involvement in
diabetes (Harris et al. submitted), we proposed that participation at different stages
of the project could enhance the processes of clarifying problems related to diabe-
tes, setting priorities for the research, designing the intervention, recruiting partici-
pants, collecting and analysing data and disseminating learning (Table 6.3).

Frameworks and models can be used a priori to ensure that the search strategy
explicitly looks for key concepts. They can also be used during the review to itera-
tively develop explanations for how participation works (Kneale et al. 2015;
Rowher et al. 2016).
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Judging Quality and Relevance

When deciding which studies ought to be included in a review, concerns related to
the quality of the primary research need to be addressed. Appraisal of quality gener-
ally asks whether the research was conducted in an ethical manner and whether it is
relevant to practice or policy, the clarity of reporting, the coherence of the findings
and the appropriateness and rigour of the methods (Cohen and Crabtree 2008).
Filtering removes poor-quality studies that may not enable decisions about the
effectiveness of participatory research. Reviews that include studies with experi-
mental or quasi-experimental research designs assessing the effectiveness of partici-
pation may use critical appraisal tools that are appropriate in the specific study
design to assess methodological rigour.

Whereas the review question wants to know how and why something works,
however, qualitative studies or studies with descriptive elements may be included on
the grounds of relevance because they contribute to developing the explanation. In
this instance, the appraisal process is used to make judgements about relevance.
Studies containing ‘nuggets’ of relevant explanation are included, rather than just
including studies based on assessment of overall methodological quality (Heyvaert
et al. 2013).

Synthesising Information on the Impact of Participation

Synthesis is dependent upon the amount of information available on the process and
impact of participation, as well as whether there is a thick description of the process.
As a general rule of thumb:

e [fthere is adequate reporting of the process of participation

e And local context is detailed enough to assess comparability across studies
e And studies have evaluated using similar time periods

e Then synthesis could be done to explore impact of participation

Impact can be conceptualised for individuals, groups, organisations, partnerships
or systems over different periods of time. Documenting the interaction between
participation and health impact remains a major challenge. O’Mara-Eves et al.
(2013) found that ‘there is no clear evidence of the causal pathway between com-
munity engagement, improvements in social capital/cohesion and improvements in
health outcomes (mortality, morbidity, health behaviours)’ (2013, p. 75). Causal
pathways too are difficult to establish because health outcomes are usually concep-
tualised as the product of a distinct intervention, but interventions need to be con-
ceptualised as social processes in a wider community system (Trickett et al. 2011;
Hawe et al. 2009). Changes in processes and relationships should be considered as
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outcomes in themselves, because they have short-term and intermediate impacts
that lead to achieving better health.

As a first step, reviewers need to take the reporting of impact as the compass for
deciding how to conduct the synthesis. Data for impact can be organised according
to whether it answers the following questions — which are closely related to the ele-
ments of impact in our earlier definition:

1. Did participation in setting priorities for research have an impact on the research
questions?

2. Were local experiences, knowledge, culture, norms and practices incorporated
into the research design and plans for the conduct of the research?

3. Did changes in relationships and group dynamics impact on priority setting,
design and/or conduct of the research?

These impact questions link wider processes between researchers and local people
to the research that will be conducted. If this process is successful, then a second set
of impact questions can be asked, which concern the effect on individuals receiving
or delivering the intervention:

4. Did the process have impact on individual capacity to make decisions about
lifestyle, environment and wellbeing?

5. Did the process improve the lives of those involved in the design, conduct, analy-
sis, dissemination of the research and/or evaluation of the research process?

Finally, questions can be asked at the systems level, which may focus on whether
both participation in research design and conduct and individual impact:

6. Influenced improvement in health, reduced disparities and increased social
justice

7. Produced structural changes, traditional structures, practices, cultures, power
relations and policies

The questions that can be asked will depend on the information available, but the
main point here is to illustrate that impact focuses on drawing relationships between
processes of participation at different stages over the short or longer term.

Summary

This chapter has introduced methods that can be used or adapted to synthesise evi-
dence on the impact of participation in health research. As methods continue to be
developed, however, it is likely that it will need to be updated or supplemented with
methodological articles. For the present, we can conclude based on our experiences
that researchers need to consider whether and how participation could affect the
research. Ideally, this starts by framing the problem to be researched, but when that
is not possible, then participation issues need consideration at the design stage.
More description is needed of how the participatory process contributes to the
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design of studies, their implementation and the process of generating research
knowledge. Primary research often contains inadequate descriptions of participa-
tion. Researchers could develop a priori logic models or theories that conceptualise
how participation may affect the intervention and include evaluation of the process
alongside findings. Authors could consider ways to provide more information about
context, relationships and participatory processes, by (a) integrating the information
within the article, (b) publishing as a separate methods article or (c) providing mate-
rial supplementary to the publication.

When conducting a review of participatory health research, reviewers should
consider:

e Contextual issues (e.g. SES, salience of the health issue to the community, his-
tory of collaboration among stakeholders) and how these shape participation,
relationships, research design and intervention choices

e The theoretical and conceptual mechanisms through which participation impacts
interventions and outcomes, presenting these as a theoretical framework or logic
model where possible

Reviews should start with an explicit definition of participation. While this is good
practice for all reviews, the definition needs to describe whether:

* Different levels and types of participation will be considered.

* Non-health outcomes will be included.

e Outcomes will include proximal, intermediate and distal outcomes.

* Projects at different stages will be included.

» How different cultural and system contexts will be dealt with.

* How degree of alignment between the intervention and the context will be
assessed.

* The length and process of collaboration can be included as a criterion for select-
ing and extracting data from primary studies.

When deciding what studies to include in the review, reviewers need to ask:

* Does the primary research actually meet the definition for real participation
(conceptual security)?

 Is the amount of information on context, development of partnerships and rela-
tionships between partnership processes and context adequately reported?

* Can strategies that compensate for thin description be used, such as:

— Identifying all papers related to a specific project (cluster searching)?

— Contacting authors and/or conducting interviews with participants?

— Including participants in the process of systematic review (participatory
review)?

e Should primary research, that is, of poor quality, be included when it meets cri-
teria for relevance, e.g. important information contributing to explanations of
impact?
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Reviewers need to ask whether differences between studies by cultural context,
health or political system, partnership processes, type of population, intervention or
outcome warrant the analysis of impact by splitting papers into subgroups and con-
ducting subgroup analysis. Further, when considering subgroup analysis, decisions
need to be made about whether to split papers by their participatory stance, with the
assumption that projects with utilitarian aims may actually represent very different
forms of participation than those that have aims of empowerment.

The use of a framework to categorise and judge the quality of participation could
be considered, although none of the current frameworks have been used for a sys-
tematic review.

Last but not the least, studies need to be viewed using a relational lens, examin-
ing processes of participation, how these processes foster relationships and how
relationships may lead to positive outcomes that reflect changes in community con-
ditions, policies and services, alongside health outcomes.
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Introduction

Participatory health research (PHR) is a particularly useful way to understand the
health and well-being of children. It does this by providing children with opportuni-
ties to show their unique point of view and competencies and to use their perspec-
tives and experiences to shape research topics and methods, and the interpretation
and reporting of findings. This chapter presents some of the principles, processes,
and ethical debates about PHR with children to promote discussion and encourage
good practice. Photos, examples, and quotes from the authors as PHR adult research-
ers and from child researchers are embedded throughout to illuminate the issues. A
cartoon image is used to signify child quotes (Fig. 7.2).

PHR as an approach has been defined earlier in this book (see Chap. 1). Despite
the reported value of PHR, much of the literature describes its use with adult con-
sumers, neglecting its use with children (Veale 2005; van Staa et al. 2010; Salmon
et al. 2010; Ramsden et al. 2015). In some cases, reports of PHR aiming to improve
children’s health appear to involve advocates for and representatives of children,
rather than the children themselves (Israel et al. 2005). This bias toward adult par-
ticipants is problematic for at least two reasons. First, it suggests that PHR with
children might be less relevant, less important, difficult, or inappropriate; second, it
offers limited guidance to those with an interest in involving children in research to
address child and youth health issues.

The limited literature on PHR with children reports positive benefits for the chil-
dren involved, including empowerment, healthy development and well-being, social
skills, self-esteem, and citizenship (Cargo et al. 2004; Foster-Fishman et al. 2005;
Wong et al. 2010; Wallerstein et al. 2002). PHR with children can also be a positive
experience for the adults involved and for the social and community context of the
research (Kellett 2010b). Although there is guidance on good practice in PHR with
children, some of which is explored in this chapter, it is an anomaly that in seeking
to define and promote child participation in research, we inevitably place it within
an adult-centric structure (Malone and Hartung 2010). In this sense, authors like

Fig. 7.2 The KLIK project
in the Netherlands (see
Case Study 2), where the
children researched
differences in taste
between cooked and raw
and warm and cold foods
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Lesley-Anne Gallacher and Michael Gallagher (2008) warned that “the very notion
of having an agenda to which everyone would adhere... is itself a participatory
norm based on (adult) democratic ideals” (p. 507). This would mean that children’s
participation in the setting is still defined and understood from an adult perspective,
and what does not fit into those categories might be labeled as subversive behavior
(Gallacher and Gallagher 2008).

In response to current gaps in the literature, the Kids in Action Network was
established in 2016 to increase the profile of PHR with children under the age of
14 years, offer projects increased support and credibility through membership in an
international collaboration, and provide a platform for shared learning and the
development of PHR methods with children (http://www.icphr.org/kids-in-action.
html). Members meet regularly by teleconference to share strategies and useful ref-
erences and co-generate publications and resources to promote good practice in
PHR with children. Additionally, members have individually established strategic
alliances and collaborations with organizations that can help to achieve this aim,
such as television networks, educational organizations, and health services. In doing
this, the aim of the Kids in Action Network is to promote and uphold children’s right
to speak out and be heard and to have their views considered in decision-making,
particularly in the context of research relating to their health and well-being.

What Do We Mean by ‘“Children”?

The definitions of childhood are diverse and are influenced by many factors includ-
ing cultural, historical, economic, and legal aspects. This diversity means we should
not refer to one universal “childhood,” but rather, multiple childhoods. In this sense,
PHR aims to give voice to children, particularly those who are marginalized due to
ethnicity, socioeconomic status, gender, culture, disability, mental health issues,
drug use, and other reasons:

Power-sharing requires a view that children — despite age, ability, mental health, and levels
of maturity and understanding — have something important to teach adults and that children
should be allowed to express themselves according to their needs, age, ability, mental
health, and levels of maturity and understanding. (Liegghio et al. 2010)

Terminology for older children, including youth, adolescents, young people, stu-
dents, and juveniles, is also contested. These terms can be problematic for different
reasons — they are imprecise; they can be politically laden; and they might also be
unpopular among and rejected by the individuals they refer to. In this chapter, the
term “children” represents an inclusive term to refer to people 18 years of age and
under, as per the United Nations Convention on the Rights of the Child (1989). In
response to the challenges presented by use of any specific terminology, the Kids in
Action Network has agreed that, rather than having a set of universal terms, the
terminology will be negotiated in each future study with the child researchers
involved.
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Why Do PHR with Children?

PHR with children is a rights-based approach, consistent with the United Nations
Convention on the Rights of the Child (Lundy and McEvoy 2012a). PHR provides
safe spaces for children’s expression and participation. It accommodates different
levels of communication skills and acknowledges children as capable social actors
who have their own views and agency. It creates conditions for children’s empower-
ment, encouraging their contributions to issues that are relevant to them and their
community (Kellett 2010a). In this sense, PHR with children can impact children’s
lives at personal, familial, communal, and institutional levels and can influence
global issues (Hart et al. 2004). Plan International, a development and humanitarian
organization that advances children’s rights, has demonstrated children’s capacity to
contribute in post-disaster contexts. After landslides in the Philippines, Plan
International involved children and young people in risk-mapping and risk-reduc-
tion activities (Ray 2010). One of the child contributors noted:

Being a student survivor, I have my responsibility to get involved with
this. We lost our loved ones and we have to honour and treasure the

memories.

Case study 1 provides an example of a participatory research study that introduced
children to local industry. Although not specific to health, it demonstrates how par-
ticipatory research can provide children with opportunities to present their research
to an adult audience and, in doing so, have an impact beyond the individual
participants.

Case Study 1

A research project in the mining town of Gladstone in Queensland, Australia,
focused on listening to children’s views of place and industries in their local
environment. The children’s representations of Gladstone were publicly dis-
played in a local gallery alongside the work of a local artist, Margaret
Worthington. Margaret had worked as an artist in residence with the children.
The children’s creative works were displayed with Margaret’s work as part of
an interactive installation where visitors could engage with children’s ideas. It
furthered community thinking about children’s competencies as meaning
makers.

Observing the project and standing among the activity of it — engagement
and multiple interactions and conversations — the adult researchers and other
stakeholders were encouraged to examine their own responses and taken-for-

(continued)
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Case Study 1 (continued)

granted “ways of seeing” children. Initially, they had different perspectives
about children and their capabilities. When considering options for the art
gallery and the installation, art gallery staff were hesitant about having inter-
active activities for young children in the same space as “artists’ art.” During
the project, their doubts about children’s capabilities and engagement gradu-
ally subsided, and they became open to new ideas. In the end, the gallery staff
chose to display some of the documentation of the research process in the
exhibition. When children’s representations and voices were made visible and
shared with others, a profound respect for children as knowledgeable experi-
encers of their world was generated, and their positioning shifted. The pub-
lic’s response was so positive that gallery staff intend to create interactive
spaces for children alongside upcoming and future exhibitions.

Many of the child researchers attended the gallery on the night of the exhi-
bition. They moved throughout the gallery, viewing the exhibition and inter-
acting with people. We observed these children stopping and talking to
Margaret as a fellow artist. One of the children, Mitchell, was heard saying, “I
like working with Margaret. She is a real artist.” Mitchell highlights for us the
importance of authentic relationships. The children knew that Margaret was a
real artist who created paintings and sculpture, and because their ideas were
privileged in the same way that Margaret’s were, they positioned themselves
as fellow artists who also created paintings and sculpture to represent their
ideas and understandings.

Study conducted by co-author Ali Black, School of Education, University
of the Sunshine Coast, Australia, with colleagues Black, Gillian Busch and
Marion Hayes (2015).

Researching with children can offer rich opportunities for collaborative knowledge
production and deepen understandings of their lifeworld (Sinclair 2004; Tizard and
Hughes 2002). Having their perspectives and research valued by adults can increase
their sense of empowerment and self-esteem. As reported by co-author Tineke Abma,
one child researcher at a presentation for the KLIK project in the Netherlands (see
Case study 2) said:

Wow, are we famous or something?
Are all these people here for us? Q -

Deeper insights into children’s views and experiences can also provide adults
with a better understanding of current childhoods, rather than ideas tempered by
their own memories of what it was like to be a child (O’Higgins and Nic
Gabhainn 2010).
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How Is PHR with Children Different from PHR with Adults?

The core principles of PHR, and indeed many of the techniques, are the same regardless
of whether adults or children are involved. PHR recognizes participants as co-research-
ers, not just informants, and requires a shift in research strategies to achieve this. Models
of PHR with children address the additional power imbalance between adults and chil-
dren (Alderson 2001; Arnstein 1969; Charles and DeMaio 1993; Feingold 1976; Hart
et al. 2008; Shier 2001; Treseder 1997; Wong et al. 2010; Woodhead 2010). Notions of
participation that are hierarchical and that set an ideal of no adult involvement have
been critiqued (Shier 2001). In practice, different types and levels of participation are
usually observed, even within the same study, depending on the topic and situation
(Wong et al. 2010). This includes varying levels of child contribution to decision-mak-
ing throughout the research process — from study design to problem definition, data
collection, analysis, dissemination, and completing related action steps. A new partici-
patory analytical tool developed by Harry Shier helps adult researchers to plan, define,
and report these multistage arrangements (Shier forthcoming).

Instead of expecting children to function as adults, research methods that are fun
and interesting for children are likely to facilitate creative, meaningful, and enjoy-
able participation. Accordingly, research methods should be adapted to children
instead of the other way around. Multiple methods are likely to accommodate differ-
ent preferences for communication and expression (Darbyshire et al. 2005). Using
play as a research tool is a shift from adult-directed to child-directed research, by
accepting play as an important part of children’s everyday experiences. When play
is recognized as the norm, children are empowered by having some control over the
space they occupy with adults (Moss and Petrie 2002). Therefore, when adults’
knowledge and acceptance of play is used in research with children, it becomes a
means of building relationships and learning together, creating a sense of cohesion
(Moss and Petrie 2002; Boddy 2011; Cameron 2013; Lester and Russell 2008).

Case Study 2
In the Netherlands, project KLIK (an acronym which translates into Children
Learn Inventive Power) started in July 2015. In KLIK, photos help children to
explore their lifestyle and their neighborhood. KLIK therefore stands for the
click of the camera as well as for the click between the child and their envi-
ronment. KLIK is a participatory action research project, which aims to
improve the health and resilience of children living in a disadvantaged neigh-
borhood. Ideas and plans are developed to promote the health of children
through partnerships and the participation of children and other stakeholders
within the neighborhood. Children’s experiences form the basis of bottom-up
health promotion, and photography is the common thread throughout the pro-
cess. Bottom-up health promotion begins by exploring issues of concern to
particular groups or individuals and regards some improvement in their over-
all power or capacity as the important health outcome.

Study conducted by co-author Tineke Abma, with colleagues Janine
Schrijver and Femke Boelsma, VU University, Amsterdam.
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The presumption that research, which prizes the perspectives and priorities of the
“researched,” will find practical application cannot be guaranteed (O’Higgins et al.
2010). Nevertheless, PHR has developed in such a way that, regardless of what the
research achieves, the very act of participating in the research is likely to have been
positive for the participants (ICPHR 2013). This is not to suggest that PHR is syn-
onymous with, or guarantees a positive experience but rather, it optimizes the likeli-
hood of meaningful engagement. This may involve an opportunity to work through
difficult issues, respecting children’s right to express and develop an understanding
of their life experiences. In other studies, research methods that engender fun create
a genuine desire to remain engaged for all those involved, so that PHR does not
conclude with a sigh but with a roar of glee and a positive memory of the process.

Diverse methods can be used to enable children to generate research ideas and
collect data (see Table 7.1). They include visual methods, such as mind maps, pho-
tos, and drawings; oral methods, including storytelling and interviewing; mobile
methods, including tour guides; and arts-based methods, including role playing and
puppetry. The options are almost endless — they simply require the use of a tech-
nique, like a game, that will help to stimulate and share ideas and then to identify
potential solutions. Children are often easy to engage in play and creative methods
because these forms of expression are important parts of their daily activities. Irish
children highlighted that fun was an important part of what “makes and keeps them
well” (Sixsmith et al. 2007). The detail presented in Table 7.1 is not exhaustive, nor
are the suggested foci, techniques, or descriptions mutually exclusive — the table
simply serves as a “platter”” to whet the research appetite.

What Are Some of the Challenges?

The first challenge of PHR with children is to provide a space for children’s real
participation, while securing their other rights, especially protection. As advocates
of children’s agency, participatory adult researchers must enable all stakeholders
(including community members) to understand and respond to children’s voices and
ideas (Black et al. 2015). However, the interdependency of children’s rights, when
operationalized, highlights the challenge of fulfilling them all without prioritizing
one over others, lest they be compromised (Woodhead 2010; Lansdown 2010; Black
and Busch 2016; Chakraborty et al. 2012). For instance, some authors have found
that ethics committees will typically be wary of research involving children and err
on the side of caution (Chakraborty et al. 2012); yet this might overlook children’s
right to participate. In case study 1, the adult researchers had to negotiate with the
university ethics committee to override the standard ethics protocol to deidentify
children’s contributions and instead allow the children’s work to be attributed to
them in the art gallery (Black and Busch 2016). Thus, engagement with, and agree-
ment from, research gatekeepers to involve children in research is paramount to
allow children to be given a voice and be heard. This can be difficult if legal guard-
ians assume child protection is synonymous with confidentiality and/or anonymity.
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It becomes further complicated when legal guardians are not present, which might
require support from an independent third party. Kirrily Pells (2010) highlighted the
difficulties for Rwandan orphans who have adult roles as the heads of their house-
hold and/or as carers of younger siblings, yet are still excluded from community
decision-making (Pells 2010).

Role redefinition and power sharing in PHR require adult and child researchers
to interpret and react to each other’s behavior in a different way. This is part of an
interactive meaning-making process, which unfolds over time in different spaces
and between those occupying different social and generational positions (Gladstone
2015). In a participatory digital storytelling project with young Canadians, co-
author Brenda Gladstone noted:

In previous studies, I have been ambivalent about ‘my role’ and tried to avoid naming it; but
the children in the group ‘called me out’ using humour, naming me, ‘Seen but not Heard’,
which I think speaks to children’s agency using means other than direct talk to challenge
adults. (Berman and MacNevin 2017)

When invited to partake in PHR, children can choose to engage for a range of
reasons. They might have a belief in the research aim, an aversion to school-
work, and/or a preference for fun and enjoyment. Yet, despite an adult research-
er’s best intentions, children might perceive PHR as yet another adult-initiated,
boring process (Greene and Hogan 2005) or assume they will not be listened to
anyway and thus decide not to engage. These assumptions might be addressed
through meaningful dialogue with children, inviting them to recognize the prin-
ciples of PHR.

However, PHR is not for the fainthearted; giving children the power to make
their own decisions can challenge the adult researcher. Influenced by conventional
notions of the adult-child relationship, the adult researcher might assume child sub-
version of the participatory process, if children decline to participate (Gallacher and
Gallagher 2008), change the focus of the discussion (Ozer et al. 2010), or question
and challenge adult authority (Woodhead 2010). For instance, in a participatory
study with children with diabetes conducted by co-author Christine Dedding and
colleagues (2015), one child demonstrated their capacity to challenge adult assump-
tions about their health experiences:

It’s my life;

my life doesn’t look like that.

Similarly, in a study con-

ducted by co-author Siobhan O’Higgins and colleagues, children’s proposals to
improve their health at a primary school in Ireland demonstrated that they do not
always agree with adults’ ideas and plans for a study or even among themselves
(Nic Gabhainn et al. 2010, see Fig. 7.3). All participants’ comments were included
in the schema created by the children to fully represent the ideas that had been
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Fig. 7.3 These images show the involvement and enjoyment of very young children in taking
photos to collect data. The children, aged between 15 months and 4 years, became adept at using
the camera as part of a participatory research study of spaces in a child care center in Queensland,
Australia. “T find it hard to describe the intensity of the children’s participation; for me, the visual
images give a stronger sense of the engagement” (Personal communication from researcher
Jennifer Cartmel). In a related study, children in School Age Care were asked to take 15 photo-
graphs of play experiences that they felt were important (Bell 2013). From the outset, the exuber-
ant use of the cameras by the children highlighted their intent for implicitly renegotiating the
original parameters of the study (they took 675 photos including 53 of “out of bounds” and forbid-
den areas). The children in the study were enthusiastic participants who were unashamedly and
openly willing to stretch the boundaries

debated and presented in previous workshops. Some ideas were explicitly labeled as
“stupid” by the final group of children, probably against the adult researcher’s
wishes! These comments, though labeled as stupid by one group, were kept in all
stages of the research and reported on; they too were treated respectfully by the
researchers (Fig. 7.4).

Children’s real participation means acknowledging their right to participate in
the way they choose. Adult researchers often shy away from participatory research
for fear of losing methodological control — yet, this willingness to let go and value
child researchers’ contributions from where they are at helps to ensure the process
is truly participatory, and the data generated will be rich and meaningful for those
involved.

Despite children’s observable sense of agency, children in Western societies are
generally under constant surveillance as parents and professionals work toward
understanding children’s needs and abilities (Mayall 2002). It appears that the meta-
narratives about adult-child relationships hinder processes that enable children’s
participation. Therefore, it is important to examine how adult views of adulthood
and childhood shape their ability to listen to children’s perspectives and to concep-
tualize what needs to be disrupted in these dominant views. For example, in the
Talking Circle project conducted by co-authors Jennifer Cartmel and Marilyn
Casley (2014), an authentic dialogical process helped the adults to build relation-
ships with children and lessen the power imbalance (Cartmel and Casley 2014):

[University] students were continually telling me how amazed they were at how quickly
they were able to build relationships with the children. Many of the students expressed dif-
ficulty they had in letting go of the power, as most felt they needed to take control of the
group rather than letting things happen as the sessions unfolded. (University academic
field-notes)
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Every week have a day that we
] can wear our normal clothes

[ Have a half day once a
week

Shorter classes by 5 minutes to

allow 5 minutes between classes to M
Shorter days ake the place cleaner
get books so your bags are not so Y all over the school

heavy

Make sure teachers be more lenient
towards intellectually challenged people
because shouting can lead to stress for example snooker or
which leads to severe stress or in
severe conditions suicide

Different kinds of sports

Healthy food in the
teams apart from soccer Y !

school shop (eg
sandawiges,rolls,soup)

tennis

Make the ] Make sure the teachers

Stop unfair teacher teachers don'’t take their personal
Try and get a clock in punishment more nice problems out on us
every classroom

Get tutors think could
Tell a teacher, Principal Convert the Improve the toilets ve us more help students with
or year head if we saw grass into a and clean them time for tests certain subjects they
y ! : ; regularly are weak at
somebody being bullied pitch for PE

These were
Sack unfair sub teacher

'Allow teachers to search students for
drugs

stupid

Get a nurses officer

Make the school bigger cos It’s usually|
cramped

Stop little boys playing with matches and deodarant}
More XXX radio, it's great]

Have drug tests and people who test positive could go on re-hab wurkshops]

I would get all women teachers!NO|
MEN!

Fig. 7.4 Schema elaborated by sixth graders in Ireland about their peers’ ideas for a healthier
school

This allowed the adults to engage in deep learning about and with the children. The
children eventually took ownership of the Talking Circle process, recognizing oth-
ers’ ideas and opinions. Furthermore, both the children and adults reported increased
confidence and communication skills. Power can therefore be an instrument of both
oppression and liberation. As noted by Michael Gallagher (2008), “Participatory
techniques may provide interesting ways to intervene in games of power, but they do
not provide a way to transcend such games” (p. 147). Adults involved in PHR with
children must, therefore, reflect on their own expectations. If the aim is to enable
children to shift from passive compliance to active citizenship, are the adults pre-
pared to accommodate an additional shift for children to (further) develop as social
agents, where they might critique the current systems (Westheimer and Kahne 2004)?

As an approach that focuses on the redefinition of roles and power asymmetries,
PHR with children is intrinsically a relational process. This highlights the need for
adult facilitators to develop skills for managing group dynamics. For instance,
Samantha Punch (2002a) suggested that five is an ideal number of participants that
provides enough flexibility and space for negotiation between adult and child
researchers.

There also needs to be scope within and support from participating organiza-
tions, like schools, to accommodate potentially negative feedback from child
researchers and/or respond to their suggestions for change (Ray 2010). The adult
researcher, as a facilitator, has a responsibility to ensure there is support for PHR
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and its potential outcomes before it begins and to provide feedback and alternatives
when children’s proposals cannot be fulfilled to prevent frustration and disillusion-
ment (Shier 2001). In some cases, it may be advisable to shift the PHR from restric-
tive environments that include disciplinary and instructive programs to more creative
and responsive spaces. Mary Kellett (2010b) offered an example of a research study
undertaken by an 11-year-old girl whose father had a disability. The girl recorded
and reported on their experiences negotiating different forms of transport as they
traveled around their city together in their daily lives. One of the adults supporting
the child researcher arranged for her to present her findings to the UK Government’s
transport department, which responded by introducing a range of measures to
increase the accessibility of buses in the public transport system. Similarly, in a
study conducted by Kids in Action member Harry Shier (2015) and a team of child
researchers in Yukul, Nicaragua, the children chose to conduct research on alcohol
and associated violence in their community. They presented their work to their vil-
lage, local government, and the national government’s Family Life and Security
Commission, which prioritized the issue for local action. Local police, national tele-
vision networks, and local government supported the initiative, which resulted in
reduced liquor licenses, shut down of unlicensed cantinas, and illegal liquor being
confiscated. “Local government and party officials admitted they had been aware of
the problem for years, but it wasn’t until the children came forward with their
research that they felt forced to act on it” (p212).

Given that PHR is shaped by its context, the models and standards for good prac-
tice when working with children must be flexible. They must have the elasticity to
accommodate varied social (including familial) and cultural situations (Shier 2015;
Porter et al. 2010; Maglajlic 2010), as well as the disparate organizational structures
and climates of different institutions, such as schools (Kohfeldt et al. 2011; Ozer
et al. 2010). These and other contextual elements might promote and/or diminish
children’s capacities to be active and creative throughout the whole process, and/or
at particular stages. Children’s roles within their families may generate practical
challenges, such as conflicting values, limited time, and excessive burden. The
threat of disrupting conventional power hierarchies might also threaten adults.
However, even in bounded contexts where there are significant power constraints,
children can still experience considerable empowerment and influence their envi-
ronments (Ozer et al. 2013).

PHR with children operates within local protocols, including (but not limited to)
legislation and the relevant human research ethics guidelines regarding consent and
confidentiality. Recognizing the latter as guidelines, rather than directives, it can be
helpful to understand how legislation might be operationalized within the context of
a study. Consider, for instance, PHR to improve the well-being of young people
with substance use issues. Initial challenges might include how these individuals
might be invited to participate in such a study and whether the consent of parents or
guardians is required. In New South Wales, Australia, legislation allows those over
14 years to legally consent to their own general medical or dental treatment (Redfern
Legal Centre 2014) — this recognizes the personal agency and decision-making
capacity of young people. Correspondingly, the National Statement on Ethical
Conduct in Human Research states:
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An ethical review body may approve research to which only the young person consents if it
is satisfied that he or she is mature enough to understand and consent, and not vulnerable
through immaturity in ways that would warrant additional consent from a parent or guard-
ian. (NHMRC, ARC & AVCC 2014)

Yet, what of the young person with substance use issues who is yet to inform others
of their substance use for fear of discipline or harm? Although the National
Statement encourages consent to be obtained from both the child when appropriate
and their parent or legal guardian, it also prizes “the child or young person’s safety,
emotional and psychological security, and well-being.” This suggests a need to situ-
ate the ethics of PHR within a context that is complicated by personal, social, and
institutional factors.

Knowledge about guidelines should thus be complemented with a situated ethics
approach that acknowledges the complexity of real-life contexts and responds to
emerging issues (Piper and Simons 2005). For example, in the Stepping Out study
in Australia, conducted by co-author Lisa Gibbs and colleagues, child researchers
helped to develop the data collection methods for a study of child independent
mobility (Nansen et al. 2015). They suggested the adult researchers follow them to
study how they travel to and from school. This method highlighted many aspects to
children’s transition to independence, which had not been identified in focus group
discussions with the children and their parents. However, there were times when the
adult researchers had to shift from passive observers to protective adults to stop
children from stepping out onto busy roads when the children seemed to relax their
safety practices because an adult was present.

In recognition of PHR principles, adult researchers must also revisit ethical
issues and standards that are common to all research involving children. Principles
such as obtaining informed consent are put under scrutiny because, in the context of
PHR, who should provide consent? Can children and parents be fully informed
before a project commences if it is to evolve, as is the case in PHR? In the previ-
ously mentioned digital storytelling project with young Canadians, the adult
researchers used a two-stage consent process. The first involved consenting to make
the story; the second involved sharing it, to what extent, in what formats, and with
whom (Gladstone and Stasiulis in press). Progressive consent is a useful ethical
technique in PHR with children by regularly providing opportunities for child
researchers to reflect on their well-being, needs, and preferences within the research
process. This includes exploring questions with children like: Do I want to continue
my participation in this project? How do I want to participate in, or contribute to,
this project? What are the advantages and disadvantages associated with this deci-
sion — for me and/or others — both now and in the long term?

The authorship, ownership, and dissemination of the research must also be ques-
tioned: Can the project be separated from the research? Can the research truly be
deidentified? What if children want to claim their own work? What knowledge
should be shared only within the research setting versus the wider audience (Clark
2010)? PHR encourages a shift from institutional “ownership” of research (Kirshner
and O’Donoghue 2001) to the inclusion of participants in decision-making and the
interpretation and application of findings (Mayall 1994). In the aforesaid storytell-
ing project, young people told stories about their parents’ mental health difficulties.
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However, because their parents would not have the opportunity to vet or comment
on the stories, the team worked with the young researchers to use pseudonyms to
deidentify the data. This demonstrates how decisions on the representation of find-
ings can influence the afterlife of the research and its impact on those it represents,
as well as those who can effect change (Matthews and Sunderland 2013; Mazzei
and Jackson 2012). The adult and child researchers can co-develop a knowledge
translation and dissemination plan to ensure research findings are represented ethi-
cally, information about the research and its findings is tailored for different audi-
ences (Gladstone and Stasiulis in press), and there is due recognition of all
contributors, notably children, on all outputs, including academic publications.

Finally, there is the issue of the sustainability, because as children increase in age
and maturity, they might cease to be considered as children during the project. This
can affect the continuity of long-term projects (Lansdown 2010; Ozer et al. 2010)
and how children perceive and look back on the process and results. For example, a
child researcher once proud to be in a video might later be ashamed of what they
might now perceive as childish behavior. Although time-limited consent can help to
address this possibility, it can be difficult to honor if project outputs are shared
through social media.

What Is Required of the Adult Facilitator?

PHR with children does not abdicate adults of their responsibilities (Woodhead
2010). As advocates for child agency, adult researchers enter PHR with the task of
relinquishing (at least part of) their adult-centric views and power (Sinclair 2000).
However, this does not imply a passive role, or that child researchers are expected
to make decisions that should be under the charge of professionals. Adults must
promote the spaces, culture, and climate that enable, if not encourage, children to
participate, build their capacities, and make informed contributions that can evolve
over time (Lundy and McEvoy 2012b).

Alison Clark and Peter Moss (2001) suggested that listening to children is not
limited to the spoken word but includes the many ways that children express them-
selves. Adult researchers must therefore take the time to build rapport with child
researchers to truly understand what is happening to children and how they attribute
meaning to this situation (Sarti et al. in press). They must learn to listen to what
children say, rather than assume what is best for them (Petrie 2011). This approach
recognizes adult researcher limitations to understand another’s life.

Apart from listening to children and witnessing their actions, adults promote
child agency by facilitating, encouraging, and providing scaffolding support. The
adult role thus provides a temporary supportive framework that becomes less neces-
sary as children become more familiar and confident with the research process
(Woodhead 2010; Clark 2010; Lambert and Clyde 2000). Power is shared by
acknowledging and respecting differences between all researchers (Malone and
Hartung 2010; Sinclair 2000). This includes recognizing both children’s and adults’
skills, expertise, and contributions to the process of co-learning (Rinaldi 2005;
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Rogoff et al. 2002). In this way, children can teach adults (Malone and Hartung
2010), and adults can provide children with the support needed to further their
skills. This democratization of knowledge places both adults and children as active
meaning makers who work in collaboration (Freire 1972).

PHR demands a constant reflective practice, where adults continually reflect on
their actions, relationships, values, intentions, and ethical foundations. Despite
adults’ efforts to listen to children, the structural view of children, based on age and
maturity, can constrain children’s participation and silence their voices (James and
James 2012; Mason and Hood 2011). Age is still regarded as the key definitional
marker of children’s status, ignoring the agency they bring to their social context
and their lives (James and James 2012; Mason and Hood 2011). Reflexivity can
enable an adult researcher to connect local protocols, or procedural ethics, with
their research in practice, or micro-ethics (Guillemin and Gillam 2004; Komesaroff
1995). Reflexivity assumes an ongoing self-awareness and self-analysis in relation
to methodological practice and thus encourages the adult researcher to constantly
adapt to a changing context (Ebrahim 2010; Finlay 2002).

To help navigate and manage some of the challenges associated with PHR with
children, some guidance is available. For instance, co-author Christine Dedding
etal. (2013) developed principles to guide adult facilitators involved in participatory
research with children and young people, to support and sustain reflexivity and opti-
mize quality (see Table 7.2). Similarly, Harry Shier (forthcoming) co-devised an
analytical tool to aid decision-making about when, how, and who to engage in
research relating to children’s lives.

Table 7.2 Guidelines for responsible participatory research with children and young people,
developed by the Dutch-Belgian (Flemish) platform researching children (Dedding et al. 2013)

1. The opinions of children and young people will be listened to in research, and opportunities
will be created for genuine dialogue between children, young people, and adult researchers

2. Participatory research is more than expressing opinions; it also involves action and change
3. Children and young people should have equal opportunities to participate in research.
Particular attention should be paid to children who are living in vulnerable situations and to
children with special needs

4. The perspective and experiences of children and young people are the focus of the research.
The research concerns issues which are important to children and young people

5. Before starting participatory research, the necessary conditions (time, means) to ensure
meaningful participation are guaranteed

6. Children and young people are voluntarily participants in the research and will be openly and
adequately informed about the research, before and throughout the research process

7. Adult researchers who are responsible for the implementation of participatory research have
the capacities from either education or experience to perform this kind of research

8. Adult researchers guarantee the integrity and safety of children and young people
participating in the research

9. The research methods are adapted to the specific interests, competences, and needs of
children and young people. There is time and space for children and young people to explore
and test their ideas during the process

10. Adult researchers value the experiences of children and young people and desire to improve
their circumstances based on the findings of the research
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Conclusion

Involving children in PHR can provide opportunities to understand their perspec-
tives, reveal their competencies and needs, and empower them to make a meaning-
ful contribution to issues affecting their lives. It is underpinned by a rights-based
approach, where children’s evolving capacities and expertise are valued. In PHR,
children are not just research participants — they are co-researchers. This raises a
range of potential challenges and ethical issues, including the nature of child
engagement; the role of adults; methods to promote child agency, while ensuring
children’s safety is not compromised; and ensuring due recognition of their contri-
butions in project outputs for different audiences. The flexibility of PHR accom-
modates culture and context and the different interests, needs, and capacities of the
children involved. Children’s right to alter or deny the participatory process and to
critique current systems is a way to potentially achieve impacts and outcomes that
are more relevant and useful for the children and the challenges they face.
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PartKommPlus: German Research
Consortium for Healthy Communities—New
Developments and Challenges

for Participatory Health Research in Germany

Michael T. Wright, Reinhard Burtscher, and Petra Wihofszky

Participatory Research in Germany

Participatory forms of research in Germany were initially based on the action
research of Kurt Lewin.! The German-Jewish scientist emigrated from Germany to
the United States after being banned from civil service at the start of the Nazi period
in 1933. Lewin wanted to harness social science research for the purpose of eman-
cipation and the promotion of democracy. The distinction he made between “action
research” and “basic social research,” on the one hand, and “pure science,” on the
other (Lewin 1946), foretells the divide that has characterized the German debate on
participatory research since the beginning. His claim that action research need not
be “less scientific” stands in contrast to the German social science tradition which
has focused on high-level theory building and social structure; applied forms of
research have not had an equal status, receiving relatively little funding and often
seen as not being research in the true sense (Altrichter and Posch 2010).

The German reception of Lewin’s action research approach followed some two
decades after its introduction in the United States. Toward the end of the 1960s, a
broad and critical discussion of theory and method took place in Germany; it fol-
lowed a heated dispute over positivism within sociology and occurred alongside the
student movement’s ongoing critique of mainstream society and science. It was in
this context that action research became popular in the early 1970s—particularly in

'The historical development of participatory research in Germany is based on the work of von
Unger et al. (2007).
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the fields of education, sociology, social work, critical psychology, and political sci-
ence. Action research seemed to be the ideal way to implement—in a new practice-
based, empirical approach—theoretically formulated critiques of the scientific and
research establishment. Other important sources for German action research in the
1970s included the Critical Theory of the Frankfurt School, Niklas Luhmann’s
social systems theory, the approach of the Brazilian educator and theorist Paulo
Freire, and the work of the French psychoanalyst and anthropologist George
Devereux (Haag et al. 1972; Horn 1979).

The first German action researchers had reformist ambitions, some of them
Marxist in nature. The new research strategy was embedded in a fundamental cri-
tique of the “widespread societal contradictions in the political economic system of
late capitalism” (Haag et al. 1972, p. 23), often with the hope of contributing to
processes of radical change in society. Proponents of action research feared, how-
ever, that “under society’s existing contradictions, which include private control
over both the means of production and their political regulation, the methods of
action research—despite all intentions to the contrary—could be exploited for other
purposes” and “absorbed by the hegemony” (Haag et al. 1972, p. 41). Thus, the
political context of research and science also became a topic of discussion, and
researchers were asked continually to engage in a reflective process on their own
work and methods. These calls for self-reflection also had another source, namely,
the much broader discussion at that time on methodology, which challenged the
traditional subject-object relationship of the researcher and the researched.
Moreover, the self-reflection of researchers was viewed as a methodological imper-
ative necessitated by the influence of the researcher’s subjectivity as well as the
inevitable influence of the research participants (Devereux 1976; Gstettner 1979;
Horn 1979).

There were differences between the various manifestations of action research in
Germany. For example, not all action researchers drew from historical materialism
or articulated their approach as part of a Marxist critique of capitalism. The ambi-
tion to produce insights and theory within the context of action research also was a
point of difference. Some concepts of action research as a “problem-oriented and
problem-solving research strategy” saw no explicit need to construct theory beyond
analysis of the concrete problem at hand (Pieper 1972; Kramer et al. 1979). Still
others explicitly claimed the need and right to pursue theoretical questions, as well.

Action research generated lively debates in Germany and drew a good deal of
criticism, both from within and outside of action research circles. A study of first-
generation action researchers in Germany concluded that action research had fallen
into a state of “demise” after a “brief period of interest” (Altrichter and Gstettner
1993). From 1972 to 1982 approximately 400 German-language publications on
action research appeared; in the early 1990s, the place of action research was negli-
gible. Altrichter and Gstettner explain the demise having been caused by the follow-
ing weaknesses:
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1. Action research was based on amorphous concepts and ill-defined goals, prem-
ises, and methods.

2. In spite of action research’s basic goal of social critique, very little social theory
was actually formulated.

3. The transformative potential of research to bring about reform was
overestimated.

4. The relationship between the “researchers and the researched” was “too simplis-
tic and optimistic,” resulting in power differences not being taken into account.

5. Despite all of the criticism of “science as usual” by action researchers, they
retained a good degree of faith in the usual research practice, establishing hierar-
chies and permitting learning processes in one direction only.

6. There was much infighting and competition among action researchers, prevent-
ing the establishment of a scientific and practice community.

7. The changing sociopolitical environment also took its toll as the student move-
ment began to disintegrate and the era of reform gave way to a politically conser-
vative period.

8. Action researchers in Germany cultivated few international contacts and were
thus unaffected by newer developments and discussions in other countries.

Now, more than two decades after Altrichter and Gstettner’s study, participatory
forms of research are again on the rise, largely influenced by European action
research traditions and community-based participatory research as practiced in
North America. This development has gone hand-in-hand with an increasing invest-
ment in applied research in the social sciences; a growing emphasis on cooperative
relationships between academic institutions, practitioners, and civil society in prob-
lem-centered research; and a shift toward a service user focus in research on struc-
tures in the healthcare and social welfare systems. Participatory research is gaining
prominence particularly in the fields of health (Wright et al. 2013), disability studies
(Buchner et al. 2011), community psychology (Hermann et al. 2004), education
(Schemme and Novak 2017), and technical fields (Biirger schaffen wissen. Die
Citzen Science Plattform 2017, Bergmann and Schramm 2008). The new generation
of action researchers are well-networked nationally and internationally in coopera-
tive structures, including the German Network for Participatory Health Research
(PartNet), the Participation Research Network (Netzwerk Teilhabeforschung), and
the Citizen Science Platform (BiirgerSchaffenWissen). PartNet is the regional part-
ner of the International Collaboration for Participatory Health Research (ICPHR)
for the German-speaking countries. There remains a critical stance regarding the
degree to which participatory forms of research have the ability to transform society
and to involve marginalized communities, given the deeper social-structural issues
and the power dynamics inherent in the reproduction of social inequality (e.g.,
Frielinghaus 2016).
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The Research Consortium PartKommPlus: Background

PartKommPlus—German Research Consortium for Healthy Communities—is the
largest participatory research project to date in Germany. It is one of seven consortia
on health promotion and prevention being funded by the Federal Ministry for
Education and Research in the Prevention Research Program.? The consortium is a
project of the German Network for Participatory Health Research (PartNet). It was
founded in order to investigate the factors determining the successful implementation
and maintenance of integrated municipal strategies (IMS) for health promotion and
how to engage a wide range of stakeholders, particularly vulnerable communities, in
such strategies. IMS, more commonly known in Germany as “prevention chains”
(Prdventionsketten) are intended to provide a coordinated approach to health promo-
tion during the entire life span, with a particular focus on vulnerable communities.
The need to establish IMS as an integral part of population-based health promotion
was identified more than 20 years ago. The concept was first taken up by the Healthy
Cities movement which was formed in Europe to implement the WHO Ottawa Charta
on Health Promotion. IMS are currently a cornerstone of health policy on health pro-
motion in Germany. They aim to involve all sectors of the social welfare, educational
and healthcare systems, civil society, and the general public in designing long-term
strategies to improve and maintain the health of the population. Local stakeholders,
including NGOs and local authorities, are supported by coordinators located at the
regional Associations for Health Promotion (AHP) or a similar body found in each of
the 16 states in Germany. Based on our experience and a literature search prior to our
initial proposal, we identified issues of governance and engagement (participation) as
being areas where there is a particular need for improvement.

An important development over the last 2 years at the policy level is the national
Law on Prevention (Prdventionsgesetz) which took effect in 2016. The law requires
all states to develop health promotion and prevention strategies and provides new
funding mechanisms for these strategies, predominantly through the statutory health
insurance companies. This includes supporting the Associations for Health
Promotion and similar structures as they assist municipalities in setting up and
maintaining IMS. The governance structures require strong forms of cooperation
among a wide group of stakeholders, making the work of the PartKommPlus con-
sortium even more relevant and affirming the focus of our work.

The Structure of PartKommPlus

The consortium consisted originally of five subprojects conducting locally-based
participatory research studies in eight different municipalities located in 6 of the 16
states in Germany: Baden-Wiirttemberg, Berlin, Brandenburg, Hamburg, Hesse,
and Lower Saxony. The selection of the subprojects was a result of both conve-
nience (building on existing networks and partnerships) and the intention to

2Grant numbers 01EL1423A to 01EL1423H. Funding period: 2015-2018
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Table 1 The projects in PartKommPlus

Project title (with abbreviation) Focus

Parents asking parents: from model Parent peer research to promote the participation of

project to municipal roll-out (EIfE?) vulnerable families in pre-schools

Participatory evaluation of the prevention | A participatory evaluation of the Braunschweig

chain in Braunschweig (PEBS) network to prevent poverty among families with
children

Development of municipal health Developing municipal strategies for health

promotion strategies (KEG) promotion through a dialogue between research and
practice

Health promoting neighborhoods Engaging vulnerable older people in developing

(Age4Health) local health promotion strategies

People with intellectual disabilities and | Inclusion of people with intellectual disabilities in

health promotion programs (Health!) health promotion strategies

Municipalities and health insurance Governance in municipal health promotion strategies

funds—cooperating for healthy local with the focus on the cooperation between health

environments (K%) insurers and public authorities

Participatory epidemiology: from data to | Participatory approaches to epidemiology and health

recommendations (P&E) monitoring

Integration & synthesis (I&S) Synthesis and dissemination of the work of the
consortium

maximize variation in terms of the types of municipalities (large and small, rural
and urban), regional distribution, the communities served, and the participatory
methods being employed. Over time, two additional subprojects have developed.
The focus of the work of these two partners is participatory epidemiology and par-
ticipatory health reporting as a basis for local municipal health strategies (P&E) and
questions of governance in municipal strategies of health promotion (K?). Each of
the subprojects is a participatory research process in its own right, focusing on dif-
ferent topics and employing different methods in widely differing settings and con-
stellations of stakeholders (see Table 1).°

The knowledge gained from these projects is being brought together in the sub-
project called Integration and Synthesis. The synthesized knowledge is being trans-
ferred throughout the country by way of the Cooperation Network “Equity In
Health” (EIH) through its Internet platform inforo and other channels.

We began with a relatively conventional structure with a coordinating body in
charge of integrating and synthesizing the data from the original five projects taking
place at the local level. The data collection was intended to take place at the collo-
quia scheduled twice a year, each lasting 3 days and focusing on a topic related to
the overarching research questions and being attended by representatives from each
of the five local projects. In addition, interviews were to be conducted with people
taking part in the five projects, and other local data was to be gathered so as to
address questions of governance and monitoring. The idea was to draw together
systematically data from each of the five subprojects and to discuss these data at the
colloquia, so as to answer the overarching research questions of the consortium.

3Detailed information on the subprojects can be found at www.partkommplus.de.
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This plan did not work, for two primary reasons: firstly, the five projects felt that
they were being made the objects of researchers from outside of the local context.
They felt that they were being called to deliver data but that they did not have suf-
ficient control over what data was collected or how it would be analyzed. Several
attempts were made to be more transparent about the central data collecting process
and to include the five projects in that process, until we concluded that the problem
was a structural one. Secondly, participatory research is at its heart a local process.
In PartKommPlus the research processes at the municipal level are focused on max-
imizing the participation of the various stakeholders, thereby enabling a broad own-
ership of the local projects. Building trust and ownership at the local level stands in
contrast to a central and, for many partners, abstract and geographically remote
process of data synthesis.

Over the last year, we have decentralized our data collection and analysis strat-
egy at the consortium level, thus departing from our initial structure. This bottom-
up, inductive approach has led to identifying topics in which different constellations
of lead institutions and stakeholders from the various projects bring together what
they have learned about a topic of common interest. And each of these subgroups
is deciding how they will work together and what they will produce as a result. For
example, a group of peer researchers may come together to produce a list of crite-
ria for participating in research. Whereas, a group of academic researchers may
write a journal article on how participatory health research differs methodologi-
cally from other forms of health promotion research. Or a group of practitioners
and academic researchers may design a tool for helping municipalities in setting
up local strategies. Thus, not all subprojects are involved in all topics, and the
option is also available for a subproject to work on a specific topic which only
applies to its focus area. The result will not be a neat data synthesis from which
answers to all research questions can be formulated but rather a diverse assortment
of various types of knowledge, products, and forms of reflection and analysis
regarding municipal strategies of health promotion and participation. This will
provide findings and forms of reporting which are most relevant for the stakehold-
ers without excluding the opportunity for more conventional academic treatments
of the data.

We have continued meeting twice a year at the colloquia, but the focus has shifted
to capacity building through mutual support, skill building, and the exchange of
ideas, for example, by sharing lessons learned at the local level. Peer supervision
and input provided by national and international experts have been particularly
useful. The subprojects have also taken on a larger role in determining the focus and
structure of the colloquia, including an increasing involvement of their local part-
ners. We are currently examining the question of whether a true community of
inquiry can be established at the consortium level, given the challenges described
here. More likely we can characterize our colloquia as temporary communities of
inquiry in which new knowledge is generated with an immediate transfer value for
the practice and research processes of those present. In any case, the colloquia are
serving their intended function of promoting the quality of the research processes
taking place at the local level.
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The Goals of PartKommPlus

As stated earlier, PartKommPlus was founded to investigate the factors determining
the successful implementation and maintenance of integrated municipal strategies
for health promotion (IMS) and how to engage a wide range of stakeholders, par-
ticularly vulnerable communities, in such strategies. Our work is guided by the
principles of participatory health research (PHR). This focus has been adjusted and
refined over time in response to the experiences of the local projects.

The term IMS, anchored in urban planning and in health policy, reflects a general
trend toward integrated planning and service delivery in the governmental sector.
Accordingly, the stakeholders interested in IMS tend to be from local and regional
authorities. However, as noted above, the term IMS is not commonly used but rather
“prevention chains.” For the majority of stakeholders not working in a planning
capacity, the terms IMS and prevention chain are abstract and of no immediate
interest. These same stakeholders are, however, interested in health promotion at the
municipal level, including issues related to cooperation and participation. Our use
of the term IMS to describe our work was thus a barrier to engaging local people in
the research process. This is, in itself, an important finding from our research: The
use of IMS as an overarching term is not effective in mobilizing professionals or
other engaged citizens for the cause of health promotion. As a consequence, we
have modified our focus to be on municipal health promotion strategies, more gen-
erally, while maintaining the governmental planning perspective as an important
element in developing effective and sustainable health promotion.

We have encountered a similar problem with PHR. It has been difficult to engage
local stakeholders in projects with the word “research” in the title. This is due to the
fact that participatory forms of research are relatively unknown in Germany and that
research is seen as something that is done exclusively by academics. The German
scientific tradition is also characterized by a sharper distinction between research
vs. everyday life and professional practice than is found, for example, in English-
speaking countries. It also has been difficult for the academic researchers in our
consortium to accommodate a broader definition of research, given their own social-
ization, which has presented an additional challenge. This experience represents an
important finding regarding the barriers to establishing PHR in a German context
which are related to the history of participatory approaches to research in Germany,
as described above: There is a great need for capacity building within the practice
and scientific communities in Germany. Much of our work in the first funding phase
has been focused on building that capacity.

To address these issues, we have refocused our research on the topic participa-
tion in municipal health promotion strategies. In line with the international discus-
sion, we define participation as not just taking part but rather as having influence on
central aspects of one’s living and work environments. We are focusing specifically
on the following issues which are raised in the context of attempting to make par-
ticipation a reality at the municipal level:

e Cooperation and coordination (governance): Local authorities are challenged to
provide a form of oversight which is based on cooperation and consensus and
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which coordinates, both vertically between levels (administrative level, interme-
diate level, district level, project level) and horizontally between the various
functional departments and disciplines. This presumably requires specific forms
of governance which we want to actively promote and to describe, based on sys-
tematic reflection with the various stakeholders.

e The forms of participation among the various stakeholders: The various stake-
holders—Iocal authorities, civil society, social service and health providers, and
local citizens—can influence municipal strategies in different ways. We are look-
ing at the various forms which this influence can take.

e The impact of participation on municipal strategies of health promotion: The
various forms of participation on the part of the stakeholders can presumably
have different effects on the municipal strategies, for example, in terms of the
focus of the strategy, the measures taken at the local level, and their outcomes.
We seek to describe these impacts.

e The contribution of participatory health research to municipal strategies: The
consortium is applying various forms of participatory research to support the
development and maintenance of municipal strategies. We are looking at how
this form of research can contribute to the work at the local level and reflecting
on this contribution with the various stakeholders.

e Participatory epidemiology and health reporting (surveillance and monitoring):
Data on the health of the population is a basis for all public health activities. Here
we are looking at how participatory forms of data collection and analysis can
support municipal and regional strategies in their work.

* Cooperation within a research consortium applying participatory research prin-
ciples: Participatory research projects are commonly local in scope. Within
PartKommPlus we seek to bring together the knowledge gained from local stud-
ies to contribute to a national strategy. To do this, we are developing ways of
working together in a participatory fashion and are reflecting specifically on our
own participatory process.

These goals have a direct connection to concrete issues related to municipal
health promotion strategies and thus are of interest to a wide group of stakeholders.
This provides a stronger basis for participatory research projects at the local level,
as compared to our original goals and questions. In addition, the new goals focus
our work on the topic of participation in research and practice at the municipal level.
This topic is tangible and also relevant from both a practical and theoretical perspec-
tive. And it highlights the strength of our work which is about participatory methods
and processes. Our original research questions and goals were disjointed, not offer-
ing a clear connection between research and practice for many outsiders. And our
objective to identify general indicators and contributing factors for successful IMS
was too broad. Our research will offer new knowledge on methods and processes of
participation and cooperation which are important components of successful IMS,
but not on other factors such as funding or broader policy issues.

In the next funding phase (2018-2021), we will continue with our focus on par-
ticipation in municipal health promotion, as specified by the above goals. The
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emphasis will, however, shift from capacity building for PHR within the municipal
context to issues of transfer and sustainability.

Ongoing Challenges

Participatory research takes place within communities of inquiry which, when based
in communities of practice, can lead to change. Building communities of inquiry at
both the local and consortium levels has been a challenge. At the local level, the
focus has been on engaging a wide range of stakeholders, including many disadvan-
taged communities and over-extended professionals. The projects have explicitly
sought to reach communities who profit less from the usual health promotion mea-
sures and are therefore often called “hard-to-reach.” Within these communities are
people whose participation in society is generally less, due to multiple factors
related to social status, education, and immigration. The local projects were there-
fore not only confronted with the aforementioned challenges related to the topic of
the research (IMS) and the unknown approach of PHR but also with the task of
engaging groups of people (practitioners and local citizens) in resource-poor set-
tings who are faced with multiple stressors. In spite of these challenges, all local
projects were able to establish communities of inquiry in cooperation with various
groups of stakeholders. And they were able to set up projects following the goals as
outlined in their proposals for the first funding phase. Changes in design were, how-
ever, necessary in all cases and timelines needed to be adjusted to accommodate the
participatory process.

At the consortium level, we are confronted with the task of building a community
of inquiry comprised of people from the local projects and others from the broader
community of practitioners involved in municipal health promotion. Typically, par-
ticipatory research takes place at the local or regional levels, so we have no model
internationally on which to base community building at the national level. Because
of the innovative nature of this task, this has been the topic of most interest in the
presentations we have made at international conferences. We have been in a process
of experimentation to find forms of working together which not only maximize the
participation of each lead institution in decision-making at the consortium level but
which also bring the voices of local people into the work of the consortium as a
whole. The latter has proven to be the larger of the two challenges but also the most
rewarding in terms of the mutual learning process.

Conclusion

PartKommPlus provides an important opportunity to investigate the implementation
of a core concept of health promotion—integrated municipal strategies—on a large
scale. In addition, it is an attempt to scale up PHR, an approach most commonly
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associated with local communities, so as to address the issue of health promotion at
the population level. Finally, PartKommPlus will support the establishment of PHR
in Germany as a means for researching health promotion. In this way, PartKommPlus
will contribute to both the national and international discussions on participation as
both a local strategy and a research process in the interest of health promotion.
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Chapter 9
Participatory Health Research: An Indian
Perspective
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Wafa Singh

Introduction

The world today is living in contesting times. While we continue to make significant
progress in terms of economic development, our human development parameters do
not have a very happy story to narrate. This has been particularly true for India. As
per the gross domestic product (GDP) rankings released by the World Bank in 2015,
India secured the 7th position, among a total of 199 countries (World Bank 2015),
while it ranked at 131 out of the 188 countries, as per the UNDP’s (United Nations
Development Program) Human Development Report 2016 (UNDP 2016). This
clearly points toward the fact that we have faltered in our development agendas,
which has focused narrowly on economic growth rather than on the well-being of
people.

While a focus on economic development is undoubtedly important for any
nation, this should not make us forget the most important resource for a country,
namely, its citizenry. It is the human resources which actually build a nation and
contribute to its development. In this context, a discussion on the health of the peo-
ple is most pertinent. However, in the Indian context, this aspect loses traction, as is
evident by some of the health statistics of the country. The World Health Report of
2016 recently released by the World Health Organization (WHO) shows that despite
being placed roughly in the middle of the South-East Asian Region (SEAR)—one
of the worst performing regions in health after Africa—in terms of gross national
income per capita, India figures in the bottom slots for most health-related param-
eters within the group (WHO 2016).

So, how do we improve the health scenario in the country? What practices can
we adopt that can help the health sector cater to the needs of the citizens?
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Such multilevel health complexities and crosscutting challenges demand the pro-
duction of new knowledge in the field of health, one which is linked to the Sustainable
Development Goals (SDGs). Thus, there is a need for creation of new knowledge
through research in the health sector. However, the magnitude of the problem at
hand demands much more than what traditional health research approaches have
been offering. It calls for viewing the processes of health research, beyond tradi-
tional notions of being top-down and driven by scientific agencies and health insti-
tutions. Although they are important stakeholders in the process, we need to realize
that an initiative like health research cannot exclude the very people for whom it is
meant. The involvement of people in research which is meant to achieve better
health outcomes for them is as essential as the participation of experts. This lays the
foundation for participatory health research (PHR), which signifies an innovative
approach to health research, in being participatory, bottom-up, and sustainable and
ensuring the generation of new knowledge on a variety of health parameters.

Contextual Framework

Health research is the generation of new knowledge using scientific methods for
improving and maintaining the health of the population and specific communities,
including identifying important health issues and how to address them effectively
and efficiently. The wide-scale implications and potential of health research on
communities make the knowledge generated in the process a public good. Viewing
health research from this perspective, it should ideally involve all people and orga-
nizations having a stake in health and social development in different stages of the
research process. This includes research institutions, universities, governments,
professional organizations, civil society, healthcare institutions, health workers,
and—most importantly—the people who are directly faced with the health issues
being researched. This is the essence of PHR (ICPHR 2013).

Here, the primary underlying assumption is that participation on the part of those
whose lives or work is the subject of the study fundamentally affects all aspects of
the research. The engagement of these people in the study is an end in itself and is
the hallmark of PHR, recognizing the value of each person’s contribution to the co-
creation of knowledge in a process that is not only practical but also collaborative
and empowering (ICPHR 2013; Onwuegbuzie et al. 2009). PHR is based on the
premise that creating healthier communities and overcoming complex societal prob-
lems require collaborative solutions that bring communities and institutions together
as equal partners and build upon the assets, strengths, and capacities of each.
Therefore, it focuses on social, structural, and physical environmental inequities
through active involvement of community members, organizational representatives,
and academic researchers in all aspects of the research process. Partners contribute
their expertise to enhance understanding of a given phenomenon and integrate the
knowledge gained with action to benefit the community involved (ICPHR 2013).

Doing so, PHR aims at the “creation of new knowledge” which is local, collec-
tive, co-created, dialogical, and diverse. As in other forms of participatory research,
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the people whose life or work is being studied have the opportunity to articulate
their local (indigenous) knowledge and to question and expand on that knowledge
through the participatory research process (ICPHR 2013). So, the collective research
process is conducted in such a way that knowledge is produced in an ongoing dia-
logue among the participants on all aspects of the research process. The various
perspectives of the participants need to be incorporated into this dialogue.

Andrea Cornwall documents that the conceptual research framework introduced
by health workers regarding the impact of contraceptives on women’s bodies did not
fit into the knowledge local women had about their bodies (Koning and Martin
1996). This resulted in both the stakeholders feeling inadequate in the research pro-
cess. However, when the local women drew individual drawings of their bodies and
functions, this exercise helped both groups to visualize, discuss, and understand the
different frameworks. It also led to the adoption of a mutually agreeable and accept-
able research framework (Koning and Martin 1996). Further, by collecting, analyz-
ing, and interpreting evidence, PHR provides new knowledge to inform pathways
and policies for improving the function of health systems. PHR is also motivated by
contradiction, such as that between how things are currently understood and how
they are in reality (Loewenson et al. 2014). For instance, an excessive focus on
physical and biological determinants of ill-health makes us miss the fact that peo-
ple’s chances of staying healthy are also shaped by social structures and systems
(Loewenson et al. 2014).

There are several reasons behind PHR as a methodology gaining traction across
the globe: first, there is an increasing recognition of the gap between the concepts
and models professionals use to understand and interpret reality and the concepts
and perspectives of different groups in the community (Koning and Martin 1996).
The biomedical interpretation and understanding of diseases, supported by studies
carried out in laboratories, is in many cases different from the understanding embed-
ded in a local culture or history. Second, many factors—cultural, historical, socio-
economic, and political—which are difficult to measure have a crucial influence on
the outcomes of interventions and efforts to improve the health of the people
(Koning and Martin 1996).

This chapter focuses on PHR in India and how this field of action has been con-
tributing to the health scenario of the country. In particular, a comparison is made
between how two sets of institutions, i.e., governmental organizations and nongov-
ernmental organizations (NGOs), have been responding and how the latter have been
spearheading this area of intervention in public health. Supporting evidence is pro-
vided in the form of a detailed analysis of PHR initiatives undertaken by two NGOs
(PRIA and SARTHI). Finally, the chapter closes with a discussion and conclusions.

PHR in India

In India, PHR is still an uncommon practice, when viewed at a larger country-level
scale. There are many examples of the use of participatory methods and techniques
for agricultural research or community-based rural development programs.
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However, the use of participatory research methods in the field of health is still lim-
ited, and the majority of health research continues to be top-down and driven by
technical institutions. Participation by community stakeholders in health research is
an aspect still not recognized by public institutions. This is evident from a detailed
analysis of the missions and policies of the government of India, where though
health research emerges as an important parameter, PHR is conspicuous by its
absence in all such policies and programs. Another aspect worth noting is that
although participation as a concept emerges in “healthcare” in general, its applica-
tion in “research” is missing.

However, an interesting emerging trend is that while PHR is not yet considered
an important area of intervention by the government and the policy sector, the NGOs
in the country have been actively pursuing it for furthering the objectives of sound
community health. Many NGOs have used PHR as a paradigm for improving the
health of communities. This has been done in the context of project-based work or
targeted interventions in a particular area of community health. The following sec-
tions reflect on how the government and the NGOs have been responding to health
research in general and PHR in particular. This reflection is supported by evidence
from governmental policy documents and the interventions made by NGOs,
respectively.

Role of Government

According to the Indian Economic Survey 2016-2017, the country’s public spend-
ing on health is just over 1% of the country’s gross domestic product (GDP), which
is much below the world average of 5.99% (Gol 2017). This has been a major reason
behind the abysmal state of public health systems in the country. The governmental
policies have also not been able to lift the health sector out of its poor operational
state. In the context of research in particular, the policies have focused on exclusive,
top-down approaches; the government has been viewing the area of health research
as an exclusive field of work, one which is a prerogative of only specialized public
research institutions.

This is evident from the recent policy statements issued by the Ministry of Health
and Family Welfare (MoHFW) and the Department of Health. For instance, the
National Health Policy of 2017 accords importance to health research as it calls for
increased investment in the same, considering the important role health plays in the
development of a nation. It also endorses strengthening research institutes under the
Department of Health Research for this purpose (MoHFW 2017). The policy
supports strengthening health research in India on the following fronts: health sys-
tems and services research, medical product innovation (including point of care
diagnostics and related technologies and internet of things), and fundamental
research in all areas relevant to health such as physiology, biochemistry, pharma-
cology, microbiology, pathology, molecular sciences, and cell sciences. While
research has been viewed as top-down and exclusive, the word “participation” does,



9 Participatory Health Research: An Indian Perspective 131

however, make an appearance in policy but only in the area of community health
planning, monitoring, and evaluation. Further, although the policy documents talk
about inclusive partnerships with communities and not-for-profit agencies, their
role in health research has been missing.

Similarly, the framework of implementation of the National Health Mission
(NHM) 2012-2017 also ascribes the responsibility of health research solely to pub-
lic health education and research institutions (MoHFW 2014). This framework also
views participation as only limited to healthcare in general. It says that, “States shall
work with NGOs to build capacities of Village Health Sanitation and Nutrition
Committees (VHSNC) members for making village health plans and increasing
community participation. Particular emphasis will be on strengthening the capacity
of members in understanding their roles in relation to development, implementation
and monitoring of convergent action plans” (MoHFW 2014). Thus, participation
only extends to community healthcare and community participation in VHSNC for
health planning, monitoring, and evaluation. Further in the policy document, health
research figures in the 25th position out of a total of 28 agenda items. Health
research also does not figure under the goals set by the National Health Mission
2017. The implementation framework for the National Health Mission does men-
tion a grant-in-aid to NGOs (amounting to 5% of the NHM budget) for providing
“implementation support, undertake service delivery in remote areas, community
monitoring, capacity building, for innovations in community processes, implemen-
tation research, impact assessments and research.” However, there is not much evi-
dence of this translating into actual implementation, with PHR again being
conspicuous by its absence in all such directives.

The 3-year action agenda published in 2017 by the National Institution for
Transforming India (NITI Aayog), a governmental think tank, also follows the same
agenda and ideology. It talks about setting up of research consortia for diseases of
high priority, bringing together all major national and international stakeholders for
developing new tools (drug, diagnostics, and vaccines). It says that, “Indian Council
of Medical Research (ICMR) academy and regional center for excellence should
expand the number of postgraduate degrees that are offered. At least 20 academic or
research institutions should be identified at the regional level to act as hubs capable
of training a minimum of 500 doctors every year” (NITI Aayog 2017). While the
policy talks about the operationalization of research and diagnostic labs, there is
again no mention of participation in health research processes.

Key Takeaways

e The policy documents view research as the sole prerogative of research institu-
tions, such as the Indian Council of Medical Research (ICMR), National Institute
of Health and Family Welfare (NIHFW), Indian Institute of Health Management
Research (ITHMR), etc. It has, therefore, projected health research as a top-down
process with no participation involved.

e The absence of health research as a whole from the NHM goals and its appear-
ance at the bottom of NHM 2012-2017 bears testimony to the fact that policy
prescriptions for health have gone wrong in their priority setting.
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e The complete absence of PHR in all policy documents and directives gives evi-
dence that this area of research is still not viewed as a valid, reliable, or accept-
able area in the field of health research, especially by the governmental sector.

e Participation is still only taken as a superficial aspect. Although there is a men-
tion of collaboration with NGOs or the private sector, it appears as a mere token.
This is also evident from the meager budget accorded to these aspects or the
areas of healthcare to be catered by such collaboration.

Role of NGOs

The NGO sector in India has grown rapidly in the last couple of decades and has had
an increasing impact in the developmental processes in the country. One targeted
area of their intervention has been public health. NGOs have worked with commu-
nities and have designed their initiatives in a collaborative manner to achieve the
objectives of sound public health in the interest of moving toward an efficient, reli-
able, and responsive healthcare system in the country. Faced by monetary con-
straints, often such interventions have been at a small scale. Further, the lack of
appropriate skills and training has also constrained the efforts, but the NGOs have
remained committed toward this end. With limited resources and capacity but abun-
dance of will and a clear-cut vision, NGOs in India have been playing a crucial role
in initiating and implementing PHR in the country. Cornwall and Jewkes (1995)
report about PHR processes undertaken by Indian NGOs, where rural women and
traditional birth attendants address reproductive health concerns. Here, we present
case studies of two NGOs in India who have demonstrated much potential in the
field of PHR, striving to engage and involve communities in finding solutions to
their health issues.

The Work of PRIA and SARTHI

Society for Participatory Research in Asia (PRIA)

PRIA, since its inception in 1983, has pioneered the concept of participatory
research (PR) in bringing about social change among the marginalized in India. It
has also used the concept of PR in furthering the objectives of community health.
PRIA has engaged extensively in the field of occupational health and safety (OHS)
studies for over two decades, starting from the early 1980s and continuing up till the
early 2000s.

In the early 1980s, when PRIA started its intervention on OHS, there was very
little awareness regarding occupation-related diseases. Workers, while being aware
of the kind of problems and adverse circumstances at the workplace, were not able
to articulate and consolidate their knowledge to put it to any collective or relevant
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use (PRIA 2004). While they were aware of suffering from health problems and
hostile working environs, they were unaware of the causal factors and causative
agents. It was within such a context that the efforts begun toward creating a form of
industrial development with a difference, namely, where the health of workers
rightly assumes importance (PRIA 2004). Most importantly, the intention was to
recognize the relevance of worker’s experiential knowledge.

Therefore, in the year 1983, PRIA began to address the issue of OHS using PHR
with the focus of involving all concerned parties in developing a consensual method
of working for the mutual benefit of all. For instance, in Odisha (a state in East
India), participatory researchers at PRIA engaged in an OHS study of a cement
plant which was operating under hazardous conditions. Hundreds of workers and
community members living around the factories suffered from respiratory disorders
(Jaitli and Kanhere 2005). A major complication was that their disorders had been
misdiagnosed as tuberculosis, an ailment which is not caused by occupational health
hazards. This resulted in a twofold challenge for the participatory health researchers
at PRIA: one, to challenge and explode the myth about tuberculosis, and, two, to
demonstrate the real cause of the worker’s ailments and arrive at solutions to safe-
guard their health.

As a first step, a 2-day workshop was organized with the representatives of the
local trade union, workers, and other community members, for the mutual sharing
of information. The local people and the workers provided information about the
working conditions in the area and also a detailed description of their ailment. The
researchers present at the workshop shared information about occupational health
hazards, legislation to safeguard the workers’ rights, and prevention techniques. At
the end of the discussion, a detailed and open-ended questionnaire was prepared
which covered aspects such as occupational history, symptoms, legal provisions,
and the availabilities of appropriate facilities at the workplace. The responsibility of
data collection was entrusted to a group who was selected from those present at the
workshop. The time allocated for data collection was 15 days during which the data
collectors were expected to collect as much information as possible (Jaitli and
Kanhere 2005). At the end of this exercise, a study report was prepared jointly by
the researchers and the data collectors.

The outcome of this experience was that workers became more aware of their
suffering and the causes of their ailments. A high degree of sensitization took place,
not only among the workers, but also among the community members. The PHR
process also brought to light the fact that the workers were actually suffering from
silicosis, a lung disease caused due to silica dust. The emerging lesson here is that
PHR enables the stakeholders involved to reach a deeper understanding of
occupational health hazards, bringing hidden problems out in the open. In the pro-
cess, the workers involved also became capable of articulating their knowledge in
front of experts. PHR, therefore, is not just about conducting research to ensure
safety and occupational health but also affects the way the participatory researchers
view themselves, the workers, and the role of researchers in improving the latter’s
lives. This example bears testimony to the fact that if we as participatory researchers
are interested in uplifting people and communities, the opportunities in the field of
PHR are immense.
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Social Action for Rural and Tribal In-habitants of India
(SARTHI)

SARTHI is a voluntary organization which started its operations in 1980 in Gujarat
(a state in Western India). In the late 1980s, the trajectory of SARTHI’s work gradu-
ally began to focus on the status of women in the area, which was quite discourag-
ing. The latter were subjected to exploitation in terms of work overload, desertion,
domestic violence, etc. Further, the declining sex ratio in the area, coupled with
rampant poverty, malnutrition, and illiteracy, made their case even worse. This
resulted in SARTHI developing its first women’s health program in the year 1988.
The women’s health program in the pilot phase had three distinct parts, chronologi-
cally implemented: maternal and child health components, participatory research on
traditional medicines, and training in gynecology through a self-help approach.

The component on PHR for improving women’s health was implemented in sev-
eral phases. The problems were first identified by the local women, and SARTHI
responded by enabling the participation of women as well as obtaining extensive
external support. This resulted in creating an alternative model of woman-centered,
holistic healthcare at the primary level. An essential part of the introductory work
had to do with creating spaces for the local women to start sharing their stories
(Khanna 1996). Through workshop sessions, women were encouraged to speak up
on their health concerns, ranging from menstruation to childbirth.

Through workshops with traditional healers, village meetings with elders, par-
ticipatory field exercises with schoolchildren, and field visits with local women in
the forests, identification of flora traditionally used to treat common health prob-
lems (especially women’s gynecological problems) was carried out (Khanna 1996).
This process resulted in building a sense of empowerment among local women, as
they began to realize the wealth of traditional medicinal knowledge they had.
Validation of this was done by a Shodhini (a feminist network in India, doing action
research on alternative healing practices based on traditional remedies) botanist,
who revealed that almost 80% of the remedies documented by the local women had
a strong phytochemical/botanical basis (Khanna 1996). This resulted in further rein-
forcement. As a result of this PHR approach, the village people began making
conscious efforts to propagate medicinal plants and revitalize the knowledge sys-
tems of traditional medicines for their primary healthcare needs.

Furthermore, the self-help workshops for training in social and gender-sensitive
gynecology were also based on a PHR approach. A team of 11 people (including 8
arogya sakhis,' 2 program planners, and 1 facilitator) met regularly each month for
3 days over the course of more than a year, demonstrating a classic example of
PHR. In this group, there was no distinction between the researcher and the

' Arogya means being healthy and sakhi means a friend. Therefore, the term arogya sakhis is used
for women selected from the villages who play the role of “health friends” for rural women and
girls. They play a crucial role in facilitating conversations with the rural women and girls on their
health problems, access to information, health services, practices, and more.
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researched. The group of 11 women, 8 of whom were locals, came together as equal
members of self-help groups. The research question, i.e., how to treat common
health problems of women, was defined jointly. The data were generated by each
providing information on her own body and life experiences. The analysis and plan-
ning for follow-up action were also done collectively (Khanna 1996). This exercise
had a transforming effect on the entire group, where all became more conscious and
aware of their health and their rights, ultimately changing the way they responded
to critical situations.

SARTHI’s women’s health program and the application of PHR to achieve health
outcomes for rural women emerge as a best practice example. SARTHI’s ability to
understand the local realities as well as the importance of the bottom-up approach
for better healthcare and service resulted in transformed outcomes for the local
women’s community with respect to their health. Simple approaches of PHR when
applied judiciously can have paramount impacts on the people involved, as in this
example. This in itself is a major lesson for the policy drivers of the country, who
still see health research as an exclusive and top-down area of work.

Key Takeaways

e The PHR practices by Indian NGOs present a model of how to use this paradigm
for furthering development objectives. Through employing simple tools of par-
ticipatory research in the field of health, the cases of NGOs point toward the
need of demystifying the area of health research. This can be done by ensuring
people’s participation in ways that benefit them as well as the implementing
agency.

o The variety of settings in which PHR can be applied—such as occupational
health, implementation of national programs, community health and sanitation
projects, etc.—opens up a plethora of opportunities wherein this paradigm can
be used for ensuring sound health outcomes of communities.

e The kinds of PHR being undertaken by NGOs indicate that it is time they be
viewed not as superficial partners in healthcare management but rather as equal
partners in a full-fledged health research process.

e The PHR model applied by NGOs can also be scaled up, given that they receive
adequate support from governmental agencies and funding bodies. It can
then serve as a basis for important inputs to future policy health documents and
therefore play a key role in popularizing and validating the practice of PHR in
the country.

Discussion

The aforementioned account helps us in appreciating the fact that PHR can redefine
health as an essential component of people’s development. It contributes to the vast
knowledge systems of indigenous practices of healthcare and helps mainstream this
knowledge, thereby contributing to its validity and appropriateness in the era of
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modern medicine and medical technologies. It also bridges the gap between knowl-
edge and practice by embedding problem-solving and action in research methods
(Loewenson et al. 2014). This clearly emerged from the SARTHI case study, where
women’s traditional knowledge on remedies for ailments led to a sense of mutual
empowerment. The PRIA case study demonstrated that PHR also contributes to the
demystification of medical terminologies and methods for treatment. For practitio-
ners and promoters of PHR, there is a need for demystifying modern knowledge,
technology, and medicine which make people dependent patients, as opposed to
being active agents in pursuit of their own health (Tandon 1996). However, the pro-
cess does not come easy. Among the three main challenges that emerge are:

* Dynamics of power relations

PHR requires equal participation of the local community and the external
researchers. However, years of subjugation and dominance by the “more powerful”
result in mental barriers in the local community who begin to believe that they are
incapable of any knowledge generation and see themselves only as passive recipi-
ents of handed-down knowledge. Overcoming this challenge requires efforts to
build relations of mutual trust, based on respect for the other’s values and belief
systems. For instance, in the PRIA case study, it took time for the workers to become
comfortable with external researchers, and much mutual relationship building effort
was necessary before the participants started sharing their experiences.

e Unlearning and relearning on the part of researchers

As much difficult as it is for people to learn how to contribute to knowledge
creation; equally challenging for researchers is to unlearn the belief that they have
all the answers. As researchers are often used to imposing their own knowledge and
beliefs; giving up of this position is not an easy proposition. This requires unlearn-
ing of what they have learnt about research as a process and “relearning” values and
principles of research as a method of co-generation of knowledge where all stake-
holders are considered as equals. The PRIA case study is a model example in this
regard, where the disease that was diagnosed by medical experts (that of tuberculo-
sis) based on their academic expertise was actually wrong. It was only after a joint
consultation with the workers that the correct diagnosis of silicosis was made.

* Devising suitable methods of data collection

Data collection needs to be cleverly intertwined with a series of dialogue and
discussions aimed at eliciting people’s opinions and voices. It should be a technique
to facilitate mutual exchange, rather than just a one-way process of extracting infor-
mation for research purposes. For instance, in the SARTHI case study, posing ques-
tions to women on indigenous medicines in a conventional way did not bear fruit, as
the medicines were considered sacred and thus could not be directly named. A bet-
ter way was to accompany the women to the forests and to document the indigenous
medicinal plants when they pointed them out.
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Conclusion

The importance of people’s health in a country’s development agenda is paramount.
Sound health brings with it a number of benefits which are directly or indirectly
related to a country’s well-being, such as increased productivity, educational
achievement, increased life expectancy, etc. On the other hand, poor health results
in a vicious cycle of malnutrition, decreased productivity, decreased life expectancy,
and increased inequities. Therefore, it is essential for a country to focus on health
research for addressing the health issues identified by the people by placing the lat-
ter at the center of the research process. This would however require strategic
actions and a clear vision and mission. Some recommendations in this regard are as
follows:

 Firstly, there is a need to move beyond “traditional” notions of research toward
more open and inclusive research, one which incorporates multiple dimensions
of health and involves all relevant stakeholders.

e Secondly, the policymakers need to push for policy reforms to encourage PHR
for finding sustainable solutions to health issues faced by communities. National
health research policies could provide a framework for the institutional strength-
ening of PHR.

e Thirdly, as any PHR initiative involves several partners and the process is subdi-
vided into various stages, adequate funding is crucial for its successful conduct.
Governmental and other research funding bodies (foundations, research institu-
tions) should find ways of supporting PHR from a monetary perspective.

e Lastly, capacity building in PHR needs to be done through proper training of
stakeholders, built on pedagogical principles like orientation toward research
ethics and values, a deep understanding of power and partnerships, incorpora-
tion of multiple modes of inquiry, development of the researcher as a facilitator,
and a balance between classroom activities and field practice (Tandon and
Singh 2016).

To sum up, it can be easily said that with the kind of benefits it carries and the
opportunities currently present, PHR in India has the potential to snowball into a
potent development tool. There is a need to encourage this field of research by hav-
ing a facilitative environment and by scaling up the positive efforts at a broader
level. This can further lead to far-reaching impacts on individuals, communities,
institutions, and governments alike, playing a crucial role in ensuring Health for All.
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Chapter 10

Participatory Health Research in Latin
America: Scientific Production on Chronic
Diseases

Francisco J. Mercado-Martinez, Leticia Robles-Silva,
and Bernardo Jiménez-Dominguez

The reliability of a science lies not so much in the positive rigor
of its thinking, but in the contribution made by its practice in
the collective search for knowledge that will make human
beings ... more fair, free, critical, creative, participatory,
co-responsible, and expressing solidarity

—~Carlos Brandao (2005:45)

Participatory research generated in the Global South, particularly in Latin America,
has been part of the international research scene for decades. The best known con-
tributions are those made by Paulo Freire and Orlando Fals-Borda, whose ideas
gave rise to the participatory action research tradition (PAR) in the 1970s and 1980s
(Hall 1992; Kemmis and McTaggart 2005). Participatory research has been applied
in most Latin American countries across different fields, mainly in education and
social development (Fals-Borda 1987; Flores-Kastanis et al. 2009), but since the
early 1980s, it has been commonly used in the health field (Fals-Borda 1992).

Epidemiological conditions in Latin America at the time were characterized by
infectious and nutritional diseases, and so participatory health research (PHR)
focused on these problems (Organizacién Panamericana de la Salud 1998); how-
ever, chronic noncommunicable diseases have drawn the attention of PHR scholars
in Latin America in recent years due to a shift in the epidemiological landscape.
Such conditions have high rates of morbidity and mortality and detrimental effects
on the lives of individuals and society (Organizacién Panamericana de la Salud
2016). And although it is known that there has been PHR on chronic diseases, there
is little knowledge about the approaches, directions, and specific types of research
in this particular area.
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The objective of this chapter is thus to examine the PHR carried out on chronic
noncommunicable diseases in Latin America. This review focuses on the character-
istics of participatory interventions through an examination of the diversity of
practices labelled as “participatory” as these practices have been applied in projects
focused on chronic noncommunicable diseases. Our analyses focused on the
approaches used, for what purpose, who was involved, and which variants of
participation were applied in practice.

The chapter is divided into three sections. The first section describes the origins
and emergence of participatory research and its variants in Latin America during the
second half of the twentieth century. The second section gives an account of existing
literature reviews on PHR in the region. The third section describes PHR specifically
on chronic noncommunicable diseases in the Latin American countries.

Origins of Participatory Research in Latin America

The intellectual roots of participatory research usually date back to the work of
Lewin (1946); however, this author had a marginal influence on its development in
Latin America. Participatory research emerged in this region in the 1960s amid a
political and intellectual context rich in ideas and proposals for social action, creat-
ing a liberation movement. This included popular education, liberation theology,
popular social movements, and participatory research. The common feature was the
emancipatory advocacy for the oppressed. The liberation movement was driven by
authors such as Paulo Freire, Gustavo Gutiérrez, Leonardo Boff, Orlando Fals-
Borda, and Joao Bosco Pinto (Brandao 1984). Its development should also be
understood as part of the region’s resistance in a Cold War era of social tensions and
coups, in which the people opposed and resisted through a multitude of social, polit-
ical, and cultural movements and in which academia was also involved. In this con-
text of turmoil and social unrest, regardless of variations in terminology and specific
practices, Latin American participatory research is recognized as part of a Marxist
tradition going beyond Kurt Lewin’s action research (Brandao 2005), but later going
also beyond dogmatic Marxism.

A variety of approaches' to participatory research were developed in Latin
America during the period from the 1960s to the 1980s. In Brazil and Chile, the-
matic research took shape based on work by Paulo Freire (Osorio 2015) as did mili-
tant research, which also developed on a common Freirean base of supporting
agricultural workers (Freire 1998). Very close to this was militant observation
which primarily serves the oppressed, and can only be developed together with
them, for its purpose and goal is to stimulate the autonomous organization and cre-
ativity of this group (Oliveira and Oliveira 1975). Additional roots of this work are

!'Fals-Borda (2001) notes that there are various schools, trends, or streams of participatory research.
Other authors refer to approaches, types, or tendencies. In this text we use the term “approaches.”
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found in the Southern tradition of participatory research (Fals-Borda 1991) and
action research. In Mexico and Central America, in turn, a methodology called
systematization of experiences was developed in popular education projects
(Jara 2012). Paulo Freire and Orlando Fals-Borda were among the most important
figures; however, other researchers gave these areas great impetus in particular
countries, such as Roscisca Darcy de Oliveira and Miguel Darcy de Oliveira in mili-
tant observation, Carlos Rodriguez Branddao and Pedro Demo in participatory
research, and Jean-Marie Michel Thiollent in action research in Brazil. Francisco
Vio Grossi in Chile and Anton de Shutter and Carlos Nuiiez in Mexico also contrib-
uted to the development of participatory research.

Of the various approaches, the one most used at that time was participatory
action research. Its origins date back to the creation of an independent research
center by Orlando Fals-Borda, together with two Colombian intellectuals, Gonzalo
Castillo and Augusto Libreros, during a meeting in Geneva, Switzerland on July 6,
1970. This center promoted a participatory research method that was called the
social action and research circle, known as La Rosca (Colombian neologism mean-
ing the circle). It was based on concepts such as critical reclaiming of local experi-
ences and the systematic return of knowledge (Jiménez 2002). According to
Fals-Borda and Rahman (1992), at that time, PAR was distinguished by its anti-
corporate activism. This was the reason that a number of academics left their jobs
to carry out militant research, using imbedded observation as a radical version of
participatory observation, inspired by what Fals-Borda ironically termed a
“Talmudic” Marxism.

PAR brought together academics located in what are now identified as episte-
mologies of the Global South. Paulo Freire, who had been welcomed in Switzerland
as an exile of Brazil’s military dictatorship, was central, just as his iconic book
Pedagogy of the Oppressed was about to be published. Another was Rodolfo
Stavenhagen who worked in Geneva and, before returning to Mexico, wrote a text
on how to decolonize the applied social sciences. However, other intellectual roots
can be found in a diverse set of authors, among them Piotr Kropotkin, Georg Lukacs,
Antonio Gramsci, Edmund Husserl, José Ortega y Gasset, Agnes Heller, Henri
Lefebvre, and Paul Feyerabend.

The theoretical foundations of PAR are brought together in a book that came
out of the “World Congress for Participatory Convergence” held in Cartagena,
Colombia in 1977 (Fals-Borda 1998). Among its key concepts are experience,
common sense, and the integration of academic knowledge and popular knowl-
edge through horizontal participatory experience in a dialogic relationship.
Participation is conceptualized as the voluntary and experiential breaking of the
asymmetrical relationship of submission and dependence. To achieve this, a
type of science based on equal participation and symmetrical reciprocity is pro-
posed, in which the subject of the research becomes a committed actor (Fals
Borda et al. 1987). This way of doing science combines an evaluation structure
that is critical of knowledge and of the social and cultural context to be trans-



142 F. J. Mercado-Martinez et al.

formed and an extensive epistemology that assimilates fairness into liberation
(Fals-Borda 1998).

Since the early 1980s, another perspective has been incorporated into participa-
tory research, namely, the Italian Labor Model. This model was integrated into an
alternative proposal for research in the workplace that called for the active and
necessary participation of workers in the development of health evaluations (Laurell
et al. 1992). This proposal became widespread throughout Latin America, espe-
cially among academics with a Marxist or critical theoretical background, and in
union and partisan movements (Loewenson et al. 2014).

These are the intellectual and political roots of participatory research in Latin
America, which has given it an important influence in various aspects of society, all
of them linked to various protest movements that advocate for oppressed communi-
ties, the poor and subordinate groups, except for the Italian Labor Model, which is
closer to the labor movement.

Participatory Health Research in Latin America: The State
of the Art

There have been few reviews of the scientific production of participatory health
research in Latin America in spite of its undeniable presence in the region. One
pioneering review is the anthology by Vejarano (1983), which includes experiences
in the field of health. The author presents the work of 53 researchers from 8 coun-
tries in the region who participated in the Second Latin American Seminar on
Participatory Research (Patzcuaro, Mexico, 1982). This author argued that the
theoretical foundation and richest experiences in Latin America were developed
under the contributions of Paulo Freire, Orlando Fals-Borda, Roscisca Darcy de
Oliveira, Ramiro Beltran, and Frank Gerace and the areas of expertise were adult
education and rural development. Only the work of Rodriguez (1983) was in the
field of health. According to this author, health was not an auspicious field for the
practice of participatory research because it was dominated by people with medical
training and because health care institutions had a formalized hierarchical struc-
ture. Nevertheless, she promoted a participatory approach in an environmental
health program to reduce gastrointestinal diseases in rural and poor urban areas
(Rodriguez 1983).

Pasteur and Blauert (2000) of the Institute of Development Studies, University of
Sussex, published a review titled ‘“Participatory Monitoring and Evaluation in Latin
America.” Among their findings they highlight that most projects were carried out
together with indigenous and rural populations, particularly in rural and social
development programs in Colombia, Peru, and Bolivia. A variety of methodologies
were found, participatory rural appraisal being highlighted. Researchers from
developed countries participated in these projects, and funding also came from
these countries through development agencies. In addition, there was involvement
by non-governmental and governmental organizations in the countries where the
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projects were carried out. This participatory research focused on environmental,
agricultural, water, and housing issues and, to a lesser extent, on health. Most proj-
ects related to health concerned infectious and nutritional deficiency diseases.

Another review focused on emerging evaluations in the health field in Latin
American and Iberian countries carried out in the 1990s and 2000s (Mercado-
Martinez et al. 2008). This review described work with participatory, qualitative,
critical, hermeneutical, bottom-up, collaborative, and cross-disciplinary methodolo-
gies used for program evaluation. Of the 70 papers reviewed, the most common type
of evaluation was participatory, most referring to studies carried out in Brazil,
Mexico, and Colombia. As with the other reviews, their primary interest was in
programs and services for people with infectious and deficiency diseases.

The review by Grittem et al. (2008), in contrast, only considered the Brazilian
publications using the action research approach in the nursing field. According to
their findings, the studies were related to public health, obstetrics, and psychiatry
topics and were carried out in hospitals and in nursing education. More recently,
Thiollent and Toledo (2012) published a paper which reflected on the feasibility and
implementation of participatory methodologies and action research in the area of
health also in Brazil. Nevertheless, these authors emphasized the participatory
action research approach. The authors show how such research has been used to
promote health, health care system organization, and training of human resources,
as well as to promote research and community-based programs in the universities.

In sum, the above mentioned reviews show that participatory research has been
used in the health field in Latin America since the 1980s, although not in all coun-
tries of the region. The initiatives have focused on infectious and nutritional defi-
ciency diseases, but do not include applications of participatory research to other
diseases, such as chronic noncommunicable diseases or mental disorders. Finally,
no particular approach stands out in these reviews.

Participatory Health Research on Chronic Noncommunicable
Diseases in Latin America

Twenty-six articles on participatory research on chronic noncommunicable diseases
in Latin America were found in this review,? and four approaches were identified*:
participatory action research, action research, community-based participatory

This literature review focuses on articles on empirical studies carried out in the Latin American
countries. The electronic bibliography databases searched were Index Medicus, SciELO and
Redalyc, and the Google Scholar’s database. The following keywords were used: participatory
research, participatory visual method, community-based participatory research, participatory
health research, participatory action research, and participatory action. These keywords were com-
bined with Boolean commands and the keyword Latin America and the name of each country in
the region. We also used a berrypicking/evolving search mode employing two strategies, citation
searching and backward chaining through the reference list Bates 1989.

3Each article was assigned to a participatory approach according to what its authors themselves
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research, and participatory research. Table 10.1 shows a summary of the character-
istics of the studies according to their approach.

The Participatory Action Research Approach

Two studies in Chile and one in Colombia were associated with this approach.
Their theoretical referents were the Northern tradition citing Kurt Lewin and the
Southern tradition citing Orlando Fals-Borda (Krause 2003; Ortiz et al. 2008) as
well as other authors as Ernest Stringer and Gloria Pérez Serrano from action
research (Krause 2003). It is worth noting that Prieto and Amaya (2014) did not
explicitly cite any particular author. Being the most cited author, Fals-Borda’s
main claim is that participatory action research is a process aimed at initiating
and promoting a radical change based on an awareness-building process that
includes scientific research, adult education, and political action (Fals-Borda
1987). The aim of these studies goes according with such premise; so the aim of
Krause (2003) was to empower a patient self-help group to change their rela-
tionship with health workers. The goal of Ortiz et al. (2008) was to sensitize
medical students about the experience of being a person with a chronic disease
to change their attitudes when interacting with them. Meanwhile, Prieto and
Amaya (2014) intended to modify the patient’s knowledge on hypertension and
its risk factors.

The academic partners were professors at public universities, medical and psy-
chology researchers in the case of the Chilean study (Krause 2003), research assis-
tants (Ortiz et al. 2008), and nursing students in Colombia (Prieto and Amaya
2014). The non-academic partners were adult and elderly patients at a teaching
hospital (Krause 2003), university workers with risk factors for cardiovascular dis-
ease (Prieto and Amaya 2014), and medical students (Ortiz et al. 2008). The aca-
demic partners initiated the whole process and defined all research stages and
strategies.

Non-academic partners participated in a variety of ways: university workers par-
ticipated in dialogical workshops according to the principles of Freire and were
asked to suggest the topics for the workshops (Prieto and Amaya 2014); the self-
help group participated in workshops designed on the basis of a psycho—social
assessment using qualitative and quantitative techniques and strategies based on
community psychology, the theory of social support for community interventions,
and sessions where legal advice was given to individuals and the group (Krause
2003). Medical students were involved by accompanying patients, who acted as
educators, to convey their experiences in a series of meetings. The participatory
interaction was between the student and the person with the disease, but not with the

declared in the methodology section. The PHR characteristics analyzed were the approach or tradi-
tion behind the research, which authors’ framework were used, the purpose of the study, the par-
ticipants involved, and the level of participation.



145

10 Participatory Health Research in Latin America: Scientific Production on Chronic...

(panunuoo)

SuoIssas JI3oeI( O
saouaLIadxa Jo uoneudsald ‘q
suonisodxe onewayJ, ‘e
doysyiom 2180101(]

doysy1om oy ut :uonedronieq
$10108J YSLI

I SIONIOM A)ISIOATUN (YN
doysyiom oy Jo 93reyd

ur a1e syuapmys :uonedonied
sjuopnys ursinu

pue s1ossojoid Sursinu 0y

asBasIp Ay} Jnoqe
a3parmouy] AJipout 0F,

9SLASTP TR[NOSBAOIPIEY)

¥IquIofo)

yoeoidde 1ou J0yIne oN

(¥100)
eAewry pue ojong

UOTUAINUI

oy ur :uonedonieg
QUIDIPAW JO SIUIPMIS (OYN
soseyd

yoreasal [[e ur :uonedionied

douarradxa ssoufyr

SOSEASIP JIUOIYD)

uImMa Ny

S[enpIAIpUT SJUR]SISSE [OIBASAI oy uo suondoorad epIog -S| OpUR[IO)
111 Ajpestuoyod jo yuawruedwosdy | pue siossajoid aurorpow oy 1oy) AJipowr o, Elite) youvasal uo1op Liowdiding | (8007) ‘T8 12 Z1I0
sdoyssjiom oy ur :uonedronreq
endsoy Suryoea) 1o5uLng Jsourg
e ur dnoi3 djoy-Jjos e ur OUBLIOS ZoI9J BLIO[D)
as1ape [eSo o | Sunedronted ordoad yors oyN ASBASIP S, UYOID) [OI8asal UOnoy
sorwreuAp Ajunwuwo)) ‘q soseyd UIMoT 1Ny
suonisodxa oneway [, ‘e | yoIeasal [[e ur :uonedronreq dnoig epI0g-S[e] OPUB[IQ

sdoysyiop | Ioyoredsar A3ojoyoLsd e 0y | djoy-jjes e romodwo o, Elittie) Youpasas uoyov L101d1d1avg (€£007) osnery]

yoeoxdde (Yvd) yoreesar uonse Arojedronieg

SQIN)BIJ UONUAINU] uonedronted Jo [0A9] uonedronred aseasIp/Anuno)) Poa119Ja1 (S)Ioyine pue uonIpel], QoUQIRJOY
/s1aured (oyN) oruapese-uou Jo osoding

pue (oY) J1udpedy

soyoeordde aroty) 0) SUIPI0OOE LOLIOUIY UT)ET UT SISEASIP JIUOIYD UO YoIeasal yifeay Aroredronted jo sonsuooeiey) QY d[qeL



F. J. Mercado-Martinez et al.

146

uS1sop opIn3 oy Ioije

saseyd [re ur :uonedronieg
SID[IOM

yeay pue eydsoy Arenioy

® Jo sjeuorssajoid yyeay oy

190UBD PIOIAY ],

SUOISIOAP JUIOf-00 soseyd
9ye) pue AJIpow 0) SUOISSAS *q | YoIeasal [[e ul :uonedonieq opms
poyrow ryde( e SIOUIILASAI Aderoy) e Suneroqere (9107) T 10
sdoysyiop | preay renxas pue orqnd 0y | o1ed yyeay daoxdwi of, Elitle) JoyIne ON TOLOMUDIS-BIIAY
SUOISSIs [RUONLONP
oy ur AJuo :uonedonied
a1ed yyreay Arewrd ordoad
puane oym drdoad yo1s 2yN yo1s omodws of, 'q soeqeI
saseyd I01ARYQq pue
Sorerp Aojedionaed ‘e | yoredsal [[e ul :uonedonreq a3pojmouy Surdueyo JUS[IOIYL, [QYOIN | (9007) ouddsewre
SUOISSIS [DUODINPT s10ssojoid Sursinu 0y | o1ed-J[os aaoxdwir of, e nizeig Y24DIS24 UONIY pue aprery
suolssas ay) ur :uonedronreq
rendsoy orjqnd e puspe oym Qouoradxo s A[rurey
apdoad yo1s Jo sarfiue) (YN noqe a3pajmouy| aons
soseyd oy Surseaout
soouonadxa Jo o3ueydIoIul "B | yoreasal e ur :uonedionied ared Sursinu Jo JUR[OIYL, [PYIIAL | (200T) SenSLpoy
SUOISSOS s10ssoyoxd Sursinu 0y | Kirenb ay) oaoxdwr o, nizeig YoUDIS24 UONIY pue opeipuy
yoeoxdde () yoreesar uonoy
S9INJEOJ UOTIUIAIIU] uonedronted Jo [oAd] uonedonred 9seasIp/Anuno)) Ppa119Ja1 (S)IoYIne pue UonIpel], QoUQIRJOY
/s1aunred (oyN) o1wapese-uou Jo osoding

pue (0y) d1dpedy

(PaNURUOd) T°0T AAGEL



147

10 Participatory Health Research in Latin America: Scientific Production on Chronic...

(ponunuod)

SuoIssas ay) ur :uonedronreq
[eadsoy yons Jo SIoyIoM

yreay pue [eydsoy orjqnd aseasIp
© puape oym ardoad o1 oYN Kaupry otuoIy)
saseyd
yoreasal [[e ur :uonedonied uonowoid
soouoLadxa jo a3ueydIau] © SIUB)SISSE OIS )[eay ysnory) ared SOUIALLT, 0ISN3ny
SUOISS IS pue s10ssojoid Sursinu 0y Sursiu daoxdwr of, nizexg poysaut 2aupind | (910g) Te 10wl
SUOISSs [EUONBONP
oy ur :uonedronied
endsoy Suryoea) aseasip
® puape oym adoad o1 :OYN JI01ARYQq Kaupny oruoIy) Q1191 o[ned
suonen)is Sulznewa[qoid ‘q soseyd | pue oSpojmoury yreay uowonpa Liowdioupury
SO[OIIO UOISSNOSI(J "B | [oIeasal [[e ur :uonedonied s,91doad Surueyo JUS[OIYL, [QYOTN | (8661) dpueiSese)
UONDINPD SSIUIDMY s10ssojoid Sursinu 0y areo-Jros aaoxdwr of, nzeig Y2DIS2 UONIY pue ourresa)
SUOISSs [EUONEBONP
oy ur :uonedronieq Arunwwod
Kyis1oamun 93e pIry) e pudpe Q) ur a3pajmouy
oym ordoad pro Ayyeay oyN yIreay jo xjoword s1sorodoaisO
soseyd B 2Wo029q 0, 'q
sotwreuAp dnoiny q | yoreasar [[e ur :uonedonie 93parmouy| yreay
uonisodxy e SIQUOIBOSAI s,o[doad Sursearour JUQ[[OIY T, [QYDIA #002)
SUOISSIS [DUODINPT UONINNU PUL QUIDIPAW DY | dIed-J[os aaoxdwir of, & nizeig Y24D2S24 UONIY ‘T8 39 oy[eAIR))




F. J. Mercado-Martinez et al.

148

SUOISSAS [RUONEONP
oy ur :uonedonieq
S10Judd yyreay Arewrd

Amunwwod
QY ur o3pa[mouy
yeay jo soword

puane oym 2[doad yo1s oy B 2W092q O, 'q saeqeIq a1a1] opned
SUOISSS soseyd Koeded uonyponpa Liopdiouvuir]
Aoyedronred pue [eorSorei e | yoreasal [[e ur :uonedronied Suroueyua y3noiy JUS[[OIY,L, [QYOTIA
uonednpa YIeoH s10ssojoid Sursinu 0y | ared-jes aaoxdwir of, ‘e nizeig y2uvasas uo1dy | (9007) ‘e 10 059y
doys>rom oy ut :uonedronred
Tendsoy Suryoesy
o1qnd e ur sjuadsajope IseasIp
pUB UIP[IYD YOIS :OYN Kaupry d1uoIyD)
soouarradxa Jo aFueyoIaul q soseyd Surpying
jooq | yoreasal [[e ul :uonedionreq Kyoededs y3noyy
© U1 soouaLadxa Jo uonensisoy ‘e s10ssojoid Sursinu | sseooxd uonezieydsoy OKBUITA] BI[I00)) BLIRIA
doysyiop | pue ‘Qurorpaut ‘A3ojoyoLsd oy | o) Y 10139q 2dod oF, izeig poyauw 2aupiond | ($107) ‘T8 12 BINOA
soseyd (e ur uonedronred
aanoeaul :uonedonied
asINU peay YN
SUOISSIS [BUONEONP
oy ur :uonedonieg
[endsoy
Suryore) v puaye oYM Sar[IuIe)
1oy pue ojdoad yar1s YN saeqeIq
soseyd
[BLIQJEW [BUOBONDR JO AIOAIX( 'q | YdIeasal [[e ul :uonedionied A8pormouy| ypreay Jo
suonisodxg ‘e sjuB)SISSe YoIeasar | uonismboe ay) ySnoyy JUQ[[OTY,T, [OYDITIAL
SUOISSIS |DUOLDINPT pue s1ossojoxd Sursinu 0y ared-jjos aroxdwi of, 1zexg youvasal uondy | (0661) ‘T8 19 29N
SQINJEIJ UONIUIAIIU] uonedronred Jo [9A9] uonedionred aseasIp/Anuno)) PoLIdJaI (S)Ioyine pue uonIpe], Q0UIRJOY
/s1oured (OyN) d1wapese-uou Jo asoding

pue (9y) JIudpedy

(ponunuod) 101 dIqeL



149

10 Participatory Health Research in Latin America: Scientific Production on Chronic...

(panunuoo)

uonejuowdur

KSorens oy) Inoqe e} 0) UOISSAS q
uonisodxa onewayy, ‘e

wiaSoad Suruimaf

K3orens ay) Jo uoneoyIpow
ay) ur :uonedonied

SI10pe9]

)[eaY ANUNWWOD (YA
ASarens

uonuoadxd pue ugIsop ay)

Jo soseyd (e ur :uonedronied
NI9J pue ‘0dIXAA VSN Y
WOIJ SIAYIILASAI [EIIPAU 1D}/

weidoid uoneurdoea
PUB 1BAI/URIIS )
Ul SIOLLIEQ ASBAIOAP O],

100UE))

nrod

UIQISIA[[BAN BUIN
ISPUIA PaISIA
ddgo

(¥1027) 'Te 19 opPnqy

yoeoxdde (YggD) yoaeasar K1o01edroned paseq-Lunuuo))

sorweuAp dnoip 'q
SuoIssas J1301eI(J "B

SUOISSs [EUONEONP

oy ur :uonedronieg

191u90 yreay Arewrnid

e Surpuane ojdoad yo1s oy
soseyd

yoreasal e ur :uonedronieg

$103J08J YS1I Sulpredal
a3parmouy s,opdoad

100UBD [BOIAIO))

SIpUV IR

uoonpa avpndog s10ssajoid Sursinu oy 3[O1S dseaIdUI O], nzexg poysaw 2auvipnd | (S107) ‘T8 19 BZnoS

SUOISSAS [BUONEINP

oy ut :uonedonieq

sjuopmys SuISINU pue 1)Udd

ordoad yors eay Arewnid e Surpuone

pue ‘sjuapnys ‘syeuotssajord yieay | $ajoqeIp YIm S[ENPIAIPUL DDA sajeqeI(q
Suowre so1doy Jo uorssnasi ‘q soseyd yoreasar 33parmouy s, ieay

so1doy jo uonisodxy e oy) e ur :uonedronaeq | ordoad yors Sursearour 191q18g QUIY 0102)
UOVINP2 YID2L s10ssajoid Sursinu oy ared-jjas 2roxdwi o, lizexg 42402524 UO1IDY | AUIBA PUB BIOQES




F. J. Mercado-Martinez et al.

150

A39rens 2y) Jo uoneoyIpow
oy ur :uonedronieg

9SINU PUB ‘UBIDIUYID)

IEY JIMPIU ‘SIOPBI|
yIeay Aunuwwod ‘Aunuwod

reanz e jo uonerndod :oyN I190UBD)
A3orens oy yuowordwr saseyd
0} seapI Jo o3ueydIau] 'q | yoIeasal [[e ur :uonedronreq weiSoxd uoneurodeA UIQISID[[BAN BUIN
uonisodxe oNeway [, ‘e | NI pue ‘0dIX VSN Y PUB BAI/URIIS ) IOPUIIA YNIPAISA (€102)
wwa8oad Sunina] | WOIJ SISYOIBASAI [BIIPAW (DY | UL SIOLLIEQ ASBAIIAP O, nIg AdgD ‘Te 10 UOSUIAY]
systferoads [esrpawt
ssoo01d uonejuowardwr uekeJA snouadiput
pue uoneIoge[a ) jo saseyd 1omodud of, 'q
[o18asal Ire ur ayedronred siouyred jusunear)
AU JO SQIFBIS PUE ‘SHUSWNIISUI OYN pue oy :uonedronied 100UEd SuIpredar 100UBD)
‘spoyaw jo uisap jurofuo)) 'q wWoISAS [BIIPAW [BUONIPEL) | SISIUSIOS PUE ‘SI0O0P
yoeoxdde Kyureurpdiosipsuen A} JO SIap[e UeKRIA DYN uI9)SoM ‘systferoads UI)SIO[[BAN BUIN
® UO paseq AZpajmouy] preoq A10S1ApR SNOuaSIPUI USIMIq JOPUIA YITPAISIA
J3ueyoIAuI 0] $52001d QANJRIAU] B | JYNUALOS A} PUB PUBLIZ)IMS ss9001d Surures[-0o ‘[& 12 [QeIS] BIeqIRg (9107) 'Te 12
sdoysy10p | WOIJ SIOYOILSAI [BIIPAW DY e qowoid of, ‘e elewolenn) 49D Z9[pZU0n)-10310g
SQIN)BAJ UOTJUIAIIU] uonedionred jo [oAd] uopnedronred 9seasIp/Anuno) | paLIdJal (S)IoyIne pue uonIpely, Q0UIRJY
/s1oured (oyN) orwepese-uou Jo asoding

pue (oY) drwapedy

(ponunuod) 101 dIqeL



151

10 Participatory Health Research in Latin America: Scientific Production on Chronic...

(ponunuod)

UOIBULIOJUT JO UOISIAOI] “q
suonenIs [enuaLadxo Sunuesald e
UOPINP2 SUNDIIQIT

SUOISSIs [RUONLONP

yy ur :uonedionreq

Tendsoy [ooyos

& Surpuane ordoad yors oy
saseyd

yoreasar [[e ur :uonedonied
J0ssajo1d Sursinu 0y

a8pajmouy
s.91doad yo1s Sursearout
ared-jjas aaoxdwi of,

100UE))

n1zeig

a1 opned

uoyvonpa Lioid1duvuizy
eplog-s[ed opuelQ

Y0254 101300 £10Ipd12114D]

(9861) BYUOION

UONUQAIIUT [EUOTIEINPH "B

SUOISSs [EUONEONP

oy ur :uonedonieg

191U

ey Arewad e Surpuoye
9rdoad pro Ayireay :oyN
soseyd

yoreasal e ur :uonedionied
syuapn)s

KderoyjorsAyd pue siossajord

Aunwwod
110y} ur a5pajmouy
ey jo rejoword

B QW02 O, 'q
a3pojmoury

ASELASIP JB[NISBAOIPIE))

WITIOTY L, [9YOTIN

uoPINP2 Y)P2E] | uonLINU pue yieay orqnd oy [)[eaY 9SLAIOUL O, ‘B lizexg Younasal uo1dY | ($107) 'Te 10 oL
yoeoxdde () yoreasar Lrojedronieg
sdoysyiom oy ur :uonedronieq
Juaunaeda(q yifeeq
21[qNnd Y} JO SIOp[OYeIs
pue s1ouonnoeld [edrpaul 2y
SUOISSs [EUONEBONP
Ay ur :uonedionied
9rdoad ueqin swoour-mof
SSUNAQIN ‘B JO SIOAIZAIRD [RI[IWR) (YA PUIYISY
sdoysy.iom saseyd
s110dX9 (Im UOISSAS 'q | ydIeasal [[e ur :uonedionied UONUAINUI UI)SID[BAA BUIN
uonisodxe oneway |, e VSN Y pue 0ory JuswSeuLW PAIO[Ie) IOPUIIA] YNPAISA
SUOISSIS [PUODINPT | 0MIANJ WOIJ SIAYIILISAI (DY | A[[eIni[nod e ugisop of, 001y 01RNg gD | (0107) ‘T8 19 unep




F. J. Mercado-Martinez et al.

152

juownnsur ay) Sulkyipowr pue
Surssnosip ur :uonedronred
systferoads [eorpaw

PUB QUIDIPAW JO SIUIPNIS :IYA sajeqeIg
uonoapal 93pajmouy] o ugisop donoead [eosruro
UONEBIUOIIUOD dFPI[MOU q judwnnsul Ay} pue saseyd A 10] seouadwod
sdiysuonefar o1oel( e | yoreasal [[e ur :uonedionied | 91eN[EAD 0) JUSWNISUI JUQ[[OIY T, [QYDTA
JUUUOATAUD [DNLAIA D Ul dOySYIOp s10ss9j01d QuroIpaw (oY ue 9JeIoqe[d 0, nizeig Y2.apasa4 uondy | (S107) T8 19 BA[IS
sdoysy1om [euoneonp
oy ur :uonedonieg
UQIPIYD ud)IesIopury
Aqyreay jo syuared :oyN uorsuaadAH
uoISSnISIp soseyd
pue uonisodxe oneway, ‘q |  yoreasar [[e ur :uonedonieq SIOIABYQq
eIy ul AS0[0uyd?) [euoneOINpy B s10ssojoid uoneonpa Ayjreay Sundope owd(d 0Ipd
sdoysyiom [puonnonpsg TeorsAyd pue Suisinu :2y | SI0J0BJ YSLI AJIpOW OJ, nzexg poysaut aaupingd | (1107) ‘e 10 sojues
SUOISSIs [EUONLONP
oy ur :uonedronied Arunwwod
KyIs1oATUn Y ur o3pa[mouy
sa13o[ouyo) orqnd e Jo sIoyIoM DYN ey jo 1oword uotsuoyodAH
[)[BAY [BUONIBONPD JO AS() "D soseyd B W09 O, 'q
Sururel], 'q |  yoreasar [[e ur :uonedronied S9[A1S9J1] AyIreay
sorureup dnoio) e sjuapnys aenpeidisod Sundope s10)0e] (8002)
sdoysyiom ppuoynonpg pue siossojoid Sursinu 0y ysu Ajipow of, ‘& nzeig QUON BUWI PUE SOJUBS
SQINLAJ UONUIAIU] uonedronred jo [oad] uonedronred aseasIp/Anuno) | paljal (s)Ioyine pue uonIpel], Q0UIRJY
/s1omaed (OyN) O1IIdpeoR-uOU Jo asoding

pue (9y) Jrudpedy

(panunuod) 1°Q1 dIqeL



153

10 Participatory Health Research in Latin America: Scientific Production on Chronic...

SUOISSs [EUONEBONP
oy ur :uonedonieg
SOJIAIRS [)[BAY

sad1oar Jo a3ueyoxy p Surpuope opdoad o1 OYN sajeqeI
Sury[ey seousnadxy o saseyd Supring Ayoedeo
Surpear swood pue s1xa],'q | yoreasar [[e ur :uonedionreq pue aSpajmouy
sorwreuAp oIpn e syuapmys | s,91doad yors Jursearout
SUOISSIS [PUONDINPT pue s10ssojoid Sursinu 0y ared-jjas aroxdwr of, nizexg QUON | (Z107) Te 19 seuo],
sdoys>prom oy ur :uonedronieg
SI01UQD yjeay Arewrid
[oued 1adxg 'p | ur speuorssajord ey YA saeqeIg
sorwreuAp o1pny 0 soseyd Q1191 o[ned
soouaLIadxa JO UONBZI[RIDOS 'q | YdIeasal [ ul :uonedionied sonoexd [esrurd uowonpa Liowdioupury
SUOISSAs J130[eI(] s108s9j01d | Ay UI asn 0] UONELINP JUQ[[OIY T, [OYDTA
sdoysy.iom Sunudy | ey orqnd pue Sursinu 0y )eay uresy oJ, [1zerg Youpasas uoydy | (OT0T) T8 19 SaLIO],
sdoysyiom [euoneonp
oy ur :uonedronieq Arunwwod
rendsoy Q) ur a3pajmouy
e Surpuaye ordoad yors oy yIreay jo xjoword uorsuaadAyg
donoeld sio1aeyeq Ayifeday o soseyd B 2Wo029q 0, 'q
uonisodxq *q | yoreasar [[e ur :uonedronreq SIOIARYQQ AU[eay
soouoLIRdX? JO UONRZI[RIOOS "B | Sjuapmis ‘('yd pue siossajold Surimboe s10108) 0102)
sdoysy.iom ppuonponps | KdexayorsAyd pue Sursinu 0y S1I AJipowt 0, ‘& nzerg QUON ‘Te 12 oyeurds




154 F. J. Mercado-Martinez et al.

academic partners, who only recorded changes before and after the meetings (Ortiz
et al. 2008).

The three studies were centered on capacity building through a process of co-
learning where non-academics shared their knowledge and experiences in order to
create a new understanding. Although the intervention was controlled by the aca-
demic partners, the non-academics developed an interactive participation.

The Action Research Approach

Ten studies carried out in Brazil and one in Chile are associated with the
Southern tradition of action research. According with Thiollent and Toledo
(2012), action research is focused on research with the explicit action of an
actor or a set of actors and the use of participatory methods. It has two main
objectives: (a) problem-solving and (b) knowledge-building. In theory, action
research is guided by a change in democratic values, such as in issues of citi-
zenship, struggle against discrimination, humanization of care, and emancipa-
tion. Six Brazilian studies cite as a methodological and theoretical reference
the work of the Franco-Brazilian researcher Michel Thiollent, while another
cites the French researcher René Barbier. Three studies refer to general works
on qualitative methodology, authored by Brazilian scholars such as Augusto
Trivifios, Maria Cecilia Minayo, and Marli André, who classify action research
as a qualitative method following Carlos Branddao and René Barbier. The
Chilean study does not cite any author in reference to the action research
approach (Avila-Schwerter et al. 2016).

The purpose of these studies was to promote the health of the patients or indi-
viduals with risk factors — diabetes, chronic renal failure, and cancer — living in
urban areas. Their intention was to convey information about the characteristics of
the disease, its risk factors, and the treatment so that people could better direct their
actions and take responsibility for their self-care; another goal was that the partici-
pants would become health knowledge multipliers in their communities (Ataide and
Damasceno 2006; Carvalho et al. 2004; Cesarino and Casagrande 1998; Luce et al.
1990; Moura et al. 2014; Régo et al. 2006; Sabdia and Valente 2010; Souza et al.
2015). Other studies were interested in improving the quality of services, so their
target groups were primary health care and teaching hospital workers. Their purpose
was to modify the knowledge of these professionals about the condition of the
patients, to improve health care (Andrade and Rodrigues 2002; Lima et al. 2016) or
to develop a management model for comprehensive care of cancer patients (Avila-
Schwerter et al. 2016). The goals of these studies are related to making changes in
health knowledge and behavior; they are not interested in increasing or constructing
community capacities.

The authors, as academic partners, were professors at public universities, some
only of nursing (Andrade and Rodrigues 2002; Ataide and Damasceno 2006;
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Cesarino and Casagrande 1998; Lima et al. 2016; Luce et al. 1990; Régo et al.
2006; Souza et al. 2015), while others were nursing professors together with stu-
dents (Sabdia and Valente 2010) or of multidisciplinary teams — medicine, psychol-
ogy, public health, and nutrition (Avila-Schwerter et al. 2016; Carvalho et al. 2004;
Moura et al. 2014). Non-academic partners, in turn, were the patients and their
families who participated in two of the studies (Andrade and Rodrigues 2002; Luce
etal. 1990). But nurses (Luce et al. 1990; Régo et al. 2006; Souza et al. 2015; Lima
et al. 2016) and medical specialists at the hospital also participated as non-aca-
demic partners.

In most studies, the non-academic partners only participated in the educational
intervention phase in order to change or acquire new knowledge. The academic
partners planned and carried out all stages of the investigation, as well as evaluated
the educational needs of the non-academic partners, using qualitative techniques
such as participant observation (Cesarino and Casagrande 1998; Moura et al. 2014;
Souza et al. 2015), focus groups (Ataide and Damasceno 2006), or questionnaires
(Carvalho et al. 2004). From the information gathered by these means, the academic
partners designed the educational sessions, supported by contents of health educa-
tion, health promotion, or popular education. In most studies, the patients interacted
with the academic partners in the sessions, based on a participatory dialog and
group dynamics of community psychology. Another form of participation was when
the patients, in addition to attending educational sessions, were consulted on issues
to be included in the educational interventions based on Freire’s principles of liber-
ating education (Régo et al. 2006; Sabdia and Valente 2010). The participation of
health workers was of two types. One was an interactive participation where the
academic partners modified, analyzed, and evaluated the intervention and the devel-
opment of the research (Luce et al. 1990; Avila-Schwerter et al. 2016). The other
consisted in the provision of information and the exchange of experiences with the
academic partners, so that they could plan and implement the intervention (Andrade
and Rodrigues 2002; Lima et al. 2016). This form of participation could be named
participation by consultation (Cornwall 2008), since the professionals, or academic
partners, defined the problems, gathered the information, and controlled the
decision-making process.

The Community-Based Participatory Research (CBPR)
Approach

Four studies were aligned with the Northern tradition of CBPR, being inspired by
the work of Minkler and Wallerstein (2008) and Israel et al. (2005). This tradition
takes the perspectives that participation involves research, action, and education in
a collaborative democratic process, with the aim to improve the community mem-
bers’ lives. The researchers and the community members negotiate information and
capacities in both directions to pursue mutual knowledge: researchers transfer tools
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for community members to analyze their conditions and take informed decisions on
actions; meanwhile community members transfer their expert content and meanings
to researchers (Wallerstein and Duran 2003).

The abovementioned studies include poor and powerless people as target groups
and the studies’ purpose was to improve the health of specific populations and the
quality of the services by addressing organizational issues. The aim of the study
with indigenous Mayan medical specialists in Guatemala was to promote a co-
learning process between the indigenous specialists, Western medical doctors, and
scientists regarding the treatment of cancer in indigenous people, and to empower
indigenous Mayan medical specialists (Berger-Gonzdlez et al. 2016). Two studies
with community health workers in poor rural communities in Peru had the goal of
improving the quality of services by addressing barriers in a mother/child screen/
treat-and-vaccinate program for cervical cancer prevention (Abuelo et al. 2014;
Levinson et al. 2013). The fourth study sought to improve the health of asthmatic
children in low-income families in Puerto Rico through a culturally tailored asthma
management intervention (Martin et al. 2010).

The academic partners were medical and psychology researchers from both
within and outside Latin America, USA—Mexico—Peru, USA—Puerto Rico, and
Switzerland. Only the study by Berger-Gonzélez et al. (2016) involved another type
of academic partner, a scientific advisory board composed of European, American,
and Guatemalan researchers. None of the studies included individuals with chronic
diseases as non-academic partners, but some included people who interfaced
directly with people with such conditions, these being members of the community,
as in the case of the elders in the indigenous Mayan medical system (Berger-
Gonzidlez et al. 2016) or community health workers (Abuelo et al. 2014; Levinson
et al. 2013). The other non-academic partners were medical practitioners and family
caregivers (Martin et al. 2010).

There was only one study in which both academic and non-academic partners
participated in all stages of the research process. This was the study by Berger-
Gonzidlez et al. (2016) in which all parties worked together during several work-
shops to define, negotiate, and reach a consensus on the design and methods of
each phase of the investigation. In the other studies, the academic partners
decided a priori the intervention while the non-academic partners only were
involved in one phase of the study, but such involvement was an interactive par-
ticipation with the academic partners. The community health workers in Peru
modified and adapted the strategies for the advertisement, recording, delivery of
samples, reporting results, and vaccination of the women during the training pro-
gram (Abuelo et al. 2014; Levinson et al. 2013). The same was true of the medi-
cal practitioners who participated in developing the intervention (Martin et al.
2010). Family caregivers were the only partners who did not participate interac-
tively, being passive recipients of a multidisciplinary panel meeting (Martin
et al. 2010).

These studies, driven by interactive participation, developed a strategy of either
sharing ownership of the intervention, joint problem-solving, or involvement in
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making decisions. As a result, academics and non-academics shared almost equal
participation during the project development.

The Participatory Research Approach

There were eight studies carried out in Brazil in which the authors claim they
used a participatory approach. These studies are based more on the principles
of several PHR approaches than on one particular approach. For example,
some authors cite Thiollent in reference to action research (Ferretti et al. 2014;
Silva et al. 2015; Torres et al. 2010, 2012), but others cite Fals-Borda in refer-
ence to PAR (Noronha 1986), and others refer to general qualitative method-
ological works that allude to participatory research (Santos and Lima 2008),
and two even do not reference any author on participatory research (Santos
et al. 2011; Spinato et al. 2010). In this respect, the authors only claim an
adhesion to the participation principles, but not to a particular approach of
participatory research.

The purpose of some studies was that individuals with diabetes and arterial
hypertension or with risk factors would recognize their self-management or their
lifestyles as a problem in order to and modify them. To achieve this, they sought to
change their knowledge and behavior to adopt healthy behaviors. To encourage self-
care, the researchers focused on the transmission of knowledge about the disease, its
risk factors, and treatment (Ferretti et al. 2014; Noronha 1986; Torres et al. 2012).
In contrast, other studies that were interested in the adoption of healthy behaviors or
lifestyles used health promotion models for bringing about changes in nutrition and
physical activity (Santos and Lima 2008; Santos et al. 2011; Spinato et al. 2010).
Two more studies focused on health professionals. One designed a tool to assess
medical students’ level of knowledge about diabetes (Silva et al. 2015); and the
other, linked to health education, intended to improve the clinical management of
diabetes (Torres et al. 2010).

The academic partners in these studies were professors at public universities;
some participated in multidisciplinary groups (nursing, public health, nutrition,
physiotherapy, physical education, and medicine); others were professors of nursing
or medicine and master’s or doctoral students (Spinato et al. 2010; Torres et al.
2012). The non-academic partners were of three types. One type were adult patients
of public health services (Noronha 1986; Spinato et al. 2010) or private health ser-
vices (Torres et al. 2012); the second type were elderly and healthy people such as
university workers (Santos and Lima 2008), parents of preschool children (Santos
et al. 2011), and elderly people receiving primary care (Ferretti et al. 2014); and the
last type were members of health care center teams (Torres et al. 2010), medical
students, and medical specialists (Silva et al. 2015).
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In the studies that used this approach, none of the issues were chosen by the non-
academic partners, since they only participated in a single stage of the research. The
academic partners initiated the study, defined the problem, and identified the needs of
the non-academic partners. The latter was done through questionnaires or semi-
structured interviews (Noronha 1986; Santos et al. 2011; Spinato et al. 2010), the
information gathered from previous studies (Santos and Lima 2008), or the curriculum
requirements of their education program in the case of students and medical profes-
sionals (Torres et al. 2010). Non-academic partners were only consulted in two stud-
ies, when were asked to suggest topics for the educational intervention (Ferretti et al.
2014; Torres et al. 2012). Based on this information, the academic partners devised
solutions supporting their proposals for popular education (Ferretti et al. 2014), health
promotion (Santos and Lima 2008; Santos et al. 2011), or Freire’s consciousness-
raising education (Noronha 1986; Spinato et al. 2010; Torres et al. 2010, 2012).

Participation by non-academic partners was limited to the educational interven-
tion phase where they interacted with their academic partners. The interventions
were workshops, exhibitions, group or recreational sessions, or educational tech-
nology. They were based on life-experience situations and personal stories and then
continued with dialog, reflection, and critical thinking as part of the workshop. If
the intention was to change behaviors, participant training, such as doing a particu-
lar physical activity, was included. The only study that included interactive partici-
pation between academic and non-academic partners was one in which they
cooperated in the design of an instrument to assess their clinical skills for diabetes
diagnosis and treatment. Digital technologies were used to facilitate joint participa-
tion by students, medical specialists, and academic partners through a dialogical
interaction in which they structured, evaluated, corrected, and improved the assess-
ment tool (Silva et al. 2015).

To sum up, the studies included in this approach are characterized by a combina-
tion of passive and functional participation, in which the participation can be seen
as simply a pretense. Non-academic participants were involved in a process of con-
sultation, but without any shared decision-making. At the end, they were the passive
targets of academic projects.

Final Considerations

Our PHR findings on chronic noncommunicable diseases in Latin America dem-
onstrate the continuity of the Southern tradition into the twenty-first century.
Several findings from this review regarding the practices of this tradition in the
region stand out. The studies are located in only a few countries — Brazil,
Colombia, Chile, Peru, and Guatemala — which are the countries that have a prior
tradition of participatory research. The absence of PHR projects in the rest of
Latin America is surprising, particularly Mexico, given its prominence in this
subject area for several decades (Castillo-Burgete et al. 2008; Rodriguez and
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Herndndez 1994).% This indicates the need to extend the review to books, doctoral
theses, and gray literature to provide a broader picture of the research on chronic
noncommunicable diseases.

The origins of participatory health research in Latin America are recognized in
these studies, showing the continuity of such research into the field of chronic non-
communicable diseases. The researchers not only use the approaches that gave rise
to the Southern tradition in Latin America but also continue to reference authors
such as Paulo Freire, Michell Thiollent, and Carlos Branddo. Nevertheless, a shift
was found in regard to the participatory approaches; action research has become the
most commonly used, displacing participatory action research and Fals-Borda as
the classical references in Latin America. Furthermore, the presence of CBPR, due
to the influence of foreign academics, gives evidence of the incursion of the Northern
tradition into Latin America. Future work should review research in other medical
fields, such as health promotion education, to confirm the transition observed here.

Transformations were also observed in the practice of participation in these
projects. Those people who form part of the “community” are no longer the
poor or the powerless, as was the case when participatory research began in
Latin America; now there are a variety of actors, and it is not always the sick
individuals who make up the target groups. Health care workers, professionals,
and students have become subjects of interest in many of these projects. The
academic partners, in turn, are also scholars from Latin America as well as from
the Northern countries, and they are no longer independent of institutions, as in
the past.

Another important change relates to different types of participation according to
the actors’ involvement. If the term “participatory” is applied to a study, it should
mean that all participants are actively involved in all aspects of the research process
(ICPHR 2013), but this is not always the case, as non-academic partners are gener-
ally involved in only one phase of the study, particularly when such partners are
chronically sick people. Some studies implemented top-down forms of participation
that involved academic partners exploring the needs of non-academic partners and
developing independent strategic plans to address them. In such cases, there was no
opportunity for non-academic partners to become involved in decision-making and
action-taking, and their participation was limited to that of being passive recipients
of a service. Collaborative forms of participation only occurred when the non-
academic partners were medical practitioners, including practitioners of traditional
medicine. Given these differences, it is necessary to conduct a deeper examination
into the social contexts that explain such situations, as well as to explore ways of
strengthening the participation of stakeholders.

“Libertad Hernandez Landa was raped and murdered in August 1998 after being threatened as a
result of her participatory research work on pederasty and child exploitation. This case is one of the
Latin American experiences that illustrates the risks faced by committed researchers that go
beyond value neutrality in their research practice.
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Participatory Health Research with Older
People in the Netherlands: Navigating Power
Imbalances Towards Mutually Transforming
Power
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Foreword

Mrs. Caring (pseudonym) is a Dutch older woman in her 90s living in a nursing
home. When we met her for the first time, she said that—despite her limited mobil-
ity and hearing problems—everything was fine. At a later visit, Mrs. Caring took
part in a lively conversation with a group of women her age during which they were
emotionally voicing their concern about the bad meals. Mr. Daring (pseudonym) is
an articulate Dutch man aged 73, living at home in a suburb of Amsterdam. He and
a group of other active older baby boomers are involved in an age-friendly project
to improve their neighbourhood. When they find out that the professionals involved
are taking the credit for what the older people have done, Mr. Daring is eager to
assert control.

As a participatory researcher, how do you create room for a greater say in service
delivery by older people admitted to a nursing home? How do you support older
people who are commonly seen as passive and silent, and who often do not dare to
‘complain’, like Mrs. Caring, fearing repercussions? And what do you do as a
researcher when you enter into a situation in which the research project ownership
on the part of the older people concerned—a key principle in participatory health
research (PHR)—is threatened by unintended actions on the part of professionals,
as in the case of Mr. Daring? In both situations prevailing power imbalances run
counter to the democratic ideal of mutually sharing and transforming power in
PHR.

In this chapter we present the approach we took in two studies with older people
from different generations. We will share the challenges we encountered and the
lessons learned about the use of PHR in sharing power, facilitating dialogue and
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mutual learning between stakeholders. We will show how we navigated tacit ten-
sions between stakeholders and how we tried to ensure that all voices are heard and
genuine dialogue and action take place in a context in which the voices of older
people tend to be marginalized.

But first, we will describe briefly the Dutch regional context in the Netherlands.
Then we will provide an impression of the intellectual history of PHR in the
Netherlands and provide key insights and approaches that have inspired us and are
informing our Dutch practice.

Regional Context: The Netherlands and the So-Called
Participation Society

In many European countries, healthcare reforms are taking place to deal with the
aging population and economic crisis (European Commission 2014, 2016). The
Netherlands is intending to transform itself from a welfare state to a “participation
society’, a concept introduced by a neo-liberal government.

The transformation to this so-called participation society consists of reforms in
different interrelated areas: a normative reorientation, a shift from residential to
non-residential care, decentralization of responsibilities and expenditure cuts
(Maarse and Jeurissen 2016). Firstly, the normative reorientation is more or less
identical to what is happening in many European welfare states that are cutting back
their responsibilities in care and emphasizing ‘self-sufficiency’ for care needs
(Grootegoed 2013). Secondly, the government is supporting a shift from residential
to non-residential care. This transition is in line with the trend of aging in place
(Wiles et al. 2012), a popular concept in current aging policy. Finally, in 2015 a
transition in the organizational and financial structure of healthcare took place in the
Netherlands. The transition was accompanied by a budget cut of 25% for support
and home care. The budget cuts put the aim of aging in place and participation under
great pressure.

Given this context, we are critical of the notion of participation that is being
proposed. Participation seems more like a form of co-optation and a unilateral form
of power. Under these circumstances, we think PHR is urgently needed to redress
power imbalances and work towards the mutual sharing of power to transform
socially unjust situations.

PHR in the Netherlands

Intellectual History

The tradition of PHR in the Netherlands goes back to the 1960s when the student
revolts and democratic ideals stimulated the inquiry into action research (AR). In
the 1970s and 1980s, a whole array of AR approaches was developed under various
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names such as decision-making or utilization-focused research (beslissingsgericht
onderzoek in Dutch) and practice-based research (praktijkonderzoek in Dutch).
What all those approaches had in common was the aim to improve the practical
impact and use of scientific research. An articulate group of scholars criticized some
of these approaches for being positivist and managerialist in orientation, coining the
term handelingsonderzoek after the German term of Heinz Moser handlungsforsc-
hung (Boog 2007). Dutch handelingsonderzoek scholars are, for example, Bos
(2016), Donk and Van Lanen (2012), Jacobs (2001), Lieshout (2013), Snoeren
(2015) and Weerman (2016).

In recent years there has been a movement to increase the participation of people
whose lives are affected by health issues by consulting them over the course of
developing and implementing health research studies. People affected by the issue
being studied are, for example, consulted in advance regarding research topics and
priorities (Abma and Broerse 2010; Caron-Flinterman 2005; Dedding 2009; Elberse
2012; Nierse and Abma, 2011; Schipper 2012; Teunissen 2014; de Wit 2014). This
has led to an increasing repertoire of more innovative data collection methods to
engage study participants in a more active way in research, for instance, as co-
researchers (Bindels et al. 2014; de Wit et al. 2013). More widely, however, it con-
tinues to be more likely in health research that those without lived experience and
other external players lack the commitment to addressing epistemic injustice
(Fricker 2013) and social inequalities in health provision. Epistemic injustice cap-
tures the kind of discrimination arising when unfair biases cause people to underes-
timate the credibility of knowledge of members of often socially disadvantaged
groups. PHR takes a more radical view and includes moving beyond understanding
of the individual in order to address societal and structural injustices through a
mutual sharing of power.

Our Approach to PHR

Our work is inspired by a hermeneutic-dialogical tradition from responsive evalua-
tion (Abma 2005a, b; Abma and Widdershoven 2005, 2006; Guba and Lincoln
1987; Stake 1975, 2004; Widdershoven 2001). Central elements to this tradition are
a variety of different perspectives, narratives, storytelling, relationality, interactiv-
ity, ongoing dialogues and mutual understanding. Recently, art has become an ele-
ment in our approach, inspired by performative social science (Gergen and Gergen
2016) with the purpose of performing social transformation. The goals of our PHR
approach are the mutual sharing of power, social change and learning and encourag-
ing all stakeholders to extend their horizon by appropriating new perspectives
(Abma and Stake 2001; Widdershoven 2001). We see a need for a relational empow-
erment (Vander Plaat 1999) based on the acknowledgement that people exist in
relation to each other and are empowered in that context.

Our dialogical approach to PHR has three different phases. It starts by collecting
experiences of those whose life (or work) is the subject of the study. We collect the
experiences together with people whose life (or work) is at stake or these people
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collect the experiences themselves. These experiences, captured in stories, photog-
raphy and/or other forms of art, present the complexity of human life and work and
are the starting point for mutual learning processes (Baur 2012). All data collection
methods focus on individuals or homogeneous groups of stakeholders with shared
interests, as a way to deal with power imbalances (Abma 2005a, b). In this phase of
collaboration, creative methods of analyses are used, for example, the collaborative
creative hermeneutical analysis method (CCHA) (Lieshout and Cardiff 2011) or
participatory visual analysis methods. The aim of this phase is to deepen a mutual
understanding of the issues faced by the different groups of stakeholders in a safe
and mutually encouraging environment (Abma and Widdershoven 2005).

The second phase of the dialogical approach is the start of the ongoing dialogue
between different stakeholders about the issues that matter to them. By means of
dialogue sessions (Abma et al. 2001), storytelling workshops (Abma 1998, 2003;
Abma and Widdershoven 2005) and working conferences (Oguz et al. 2015),
stakeholders are encouraged to extend their horizon by appropriating new perspec-
tives. Photographs, music or other performances bring the lifeworld of the people
who are the focus of the research literally into the room. In this phase, we are also
inspired by Appreciative Inquiry (Cooperrider and Srivastva 1987; Cooperrider
et al. 2008). This ‘strength-based’ approach encourages hope and optimism and
focuses on similarities, including shared interests. It gives room for the resilience
and potential of stakeholders that might otherwise be overshadowed by frustration
and difference (Baur et al. 2010). The final and ongoing phase is about collabora-
tive action and monitoring of the outcomes of the collaborative process in the pre-
vious phases.

Stories from the Field

Here we illustrate our approach in two research projects with older people of differ-
ent age groups and generations. Needs and aspirations for being involved in research
differ between generations, as we sensed in projects involving different generations.
Every generation is united by memories, historical periods, language, habits, beliefs
and life lessons (Howe and Strauss 2007). Different major societal events during the
formative years have a lasting influence on the world views of the members of each
generation (Diepstraten et al. 1999). The lens of generations helps to understand the
dynamics and needs for the facilitation of older people in PHR projects.

When we look at research with older people in the Netherlands, we speak about
the Pre-War Generation (born 1901-1930), the Silent Generation (born 1930-1940)
and the Protest Generation (born 1940-1955), also called Baby Boom Generation
(Becker 1992). In this chapter we tell a story of one project working with the Pre-
War and the Silent Generations and one working predominantly with the Protest
Generation. The baby boomers are legendary for their political resistance to the
‘capitalist system’ and for embracing norms and values that accentuate freedom,
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democratization, equality and political involvement. The other two generations
share traditional norms and values that stress a solid work ethic, temperance, thrift
and a desire for law and order (Diepstraten et al. 1999).

A Case of Mutual Inquiry for Healthy, Tasty Meals
Fostering Dialogue in a Residential Setting: Participatory and Local

We turn to Mrs. Caring, a woman from the Silent Generation, who we met a few
years ago in a PHR study with the aim to involve older people in decision-making
processes concerning their life and well-being in a nursing home (Baur & Abma,
2012). The features of this study that distinguish PHR from other research para-
digms are that the study was ‘participatory’ (conducted together with those who are
the subject of the study) and ‘locally situated” (grounded in the reality of daily life
in a specific place and time) (ICPHR 2013a). It namely concerned a small home
with 129 apartments for older people who could still live independently but who are
in need of some kind of support due to frailty. We brought together a group of resi-
dents, all from the Silent or Pre-War Generations, to set their agenda. The study was
therefore ‘collectively owned’, also a distinguishing feature of PHR (ICPHR 2013a).
After a series of conversations, a core action group of seven women aged 82-92
decided to work on improving meals. All had some degree of physical limitation and
suffered from illness and/or poor vision, hearing problems and decreased mobility.

Eight meetings were held with this action group over a 7-month period. We
encouraged the group to explore the problems they had identified. In later gatherings,
the group was encouraged to look for solutions by inviting them to make a collage
and a series of photographs to show their dreams and wishes. It was at this stage that
the participants came up with a name for themselves: the Taste Buddies. A meeting
was set up for the entire resident community in order to establish whether the other
residents shared the same concerns and solutions. We also organized homogeneous
meetings with kitchen staff and with the restaurant staff who served the meals.

In the next stage, dialogue meetings with heterogeneous groups were held. First,
the action group met with the team leader and local manager to discuss their experi-
ences with the meals and to explore where there might be room for improvement.
Later, the Taste Buddies met with team leaders, kitchen staff, restaurant staff, the
local manager and a resident council member to discuss their ideas for improve-
ment. A collage helped the Taste Buddies to present the plans for improvement.

Transformation Through Human Agency Amongst the Older Women
Initially the Taste Buddies discussed a broad set of subjects for improvement,

including not feeling at home, not being able to go out, feeling dependent and expe-
riences of loss and grief. One theme stood out as particularly meaningful for them:
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the dissatisfaction over the meals. This issue was not high on the local manager’s list
of priorities; he was more concerned with care-related topics.

Originally, the interaction in the group consisted of a careful exploration of
shared experiences about meals, downplaying anything negative. After a while, the
group began to feel more comfortable with each other and felt empowered by dis-
covering that their discontent about meals was mutual. However, sharing negative
experiences resulted in stagnation. The colourful collage the group made together
put an end to this negativism and the associated downward spiral since they had to
envision the ideal situation in which anything was possible. There was a renewed
sense of joy and hope. The Taste Buddies began to express an activist attitude and
was more future-oriented. The group had jointly learned in a very natural way, with
help of the academic researcher as facilitator, how to transform their discontent into
constructive advice for improvements in their quality of life. In terms of PHR, we
call this feature ‘transformation through human agency’ (ICPHR 2013a).

Collage and Photographs on Dreams and Wishes

Over time, the women developed into a cohesive group in which they supported
each other to keep going. Whenever one of them expressed doubt about the feasibil-
ity of their dreams, the others gently motivated her to stay positive. Trust was an
important aspect of their process, as they had found a place in this group where they
could speak freely about their concerns and dissatisfaction. This is reflected in the
quote from Mrs. Caring when assuring her fellow participants that criticism was
acceptable in an atmosphere of mutual encouragement: ‘After all, we’re here by
ourselves, we can talk freely about this’. This relates to two ethical principles of
PHR ‘mutual respect’” and ‘personal integrity’ (ICPHR 2013Db).

Engaging Others, Finding Common Ground and Action

For the kitchen and restaurant staff, the project was an opportunity to share their
ideas about the meals. Early in their meetings, participants were critical and nega-
tive about developments in the organization and their own lack of influence. For
example, some restaurant staff pointed out that the kitchen staff did not appreciate
their ideas for improving dinner time. An appreciative approach was used by us for
these meetings: the participants were asked to think about what could be done to
make improvements and about what they could do to contribute towards the well-
being of the residents. Furthermore, we introduced the participants in these groups
to the issues and ideas of the Taste Buddies. They soon realized that they shared the
same concerns and dreams. This process could be typified as ‘active learning’:
learning from each other, an ethical principle of PHR (ICPHR 2013b). At the final
meeting, the Taste Buddies, kitchen staff, team leader, local manager, resident coun-
cil members, volunteers and restaurant staff all got together to share their views.
They first discussed the perspectives and values of the Taste Buddies as reflected in
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the photos they had taken. The other participants recognized these issues very well.
For example, one of the kitchen staff said: ‘Yes, that’s something we often talk
about, that the combination [of different parts of the menu] is not always good’. The
professionals came up with their own examples of these issues and discussed their
dissatisfaction about the meals. There was openness, and the result was a feeling of
mutual understanding and recognition, and this led to all participants’ arriving at
agreements about practice improvements. The result is ‘collective action’ to ‘make
a difference’, two ethical principles of PHR (ICPHR 2013Db).

Collaborative Action and Monitoring Changes

The next step was to create plans for actions. This was done in collaboration between
management, staff and older residents. The local kitchen in the care facility was
reopened, a cook was hired, meals became more fresh and adjusted to the seasons,
and the ambiance was improved.

The Taste Buddies decided to continue as a group. They monitored the changes
and were not only successful in terms of the concrete actions they implemented but
also in bringing about a change in their own perceptions of self and how they were
seen and named by their environment. While these women were initially a bit shy
and insecure, through a process of relational empowerment, they became more self-
confident and proud. The story of the Taste Buddies has become part of the corpo-
rate story in the larger organization (this residential care home is part of a holding
of five residential care homes), is told over and over and functions as a success story
for others (staff, management) willing to change their relation with older people.
Other facilities adopted a similar strategy to engage older people and implemented
local changes as well (Baur et al. 2013). The project has increased our understand-
ing of direct democracy.

A Case in the Age-Friendly City Amsterdam: Who Owns
the Project?

Facilitating Participation in the Neighbourhood

Back to Mr. Daring, a baby boomer living independently with his wife in a suburb
of Amsterdam. We met him in an Age-Friendly City PHR project in Amsterdam in
2016, aiming to research and improve the age-friendliness of their district. Mr.
Daring worked with a group of ten older people, aged 67-85, as co-researchers.
Most of them felt part of the Baby Boom Generation, also called the Protest
Generation. They all lived in the neighbourhood of Mr. Daring. The group was
mixed in terms of gender, age, ethnic background and frailty. All were still living at
home and were capable of traveling independently.
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The PHR study was embedded in the World Health Organization (WHO) net-
work of Age-Friendly Cities (World Health Organization 2007), of which the city of
Amsterdam had become a member. The key strategy of Age-Friendly Cities is to
facilitate the inclusion of older persons and to enhance participation in the commu-
nity. This strategy fits the PHR approach in which ‘equality and inclusion’ is one of
the seven main ethical principles of PHR (ICPHR 2013b).

Initially, a group of 15 professionals from seven different organizations were
involved at the start of the Age-Friendly City PHR study in two neighbourhoods in
Amsterdam. The occupations of these stakeholders were diverse, from academic
researchers and teachers at the school for health professionals to various representa-
tives of the municipality and the patient organization in the city. In short, the work
began with a very large stakeholder group without any older citizen at the table from
the neighbourhoods involved. Including those who are subject of the research right
from the start of a PHR study can be challenging, especially in academic-led studies
(Groot and Abma 2018). Therefore, the principles of PHR as ‘participatory’, ‘inclu-
sive” and ‘collectively owned’ (ICPHR 2013a) were from the very first moment of
the study at stake.

We (BG amongst others) were involved in the second stage of the project as
facilitators of a group of older persons in one of the two neighbourhoods. Our start-
ing point was assembling a team of older citizens from the area as co-researchers,
facilitating their research process by organizing a meeting twice a month over the
course of a year in which we coached them in their role. The group of co-researchers
generated 40 stories from older, mostly more vulnerable neighbours. The group
creatively analysed the stories together and organized a validation session with the
neighbours and multiple other stakeholders from the neighbourhood to inspire col-
lective action. The group shared their findings in several meetings in the neighbour-
hood with a broad audience. During the period of working in partnership with the
group, a few ethical principles of PHR such as ‘mutual respect’, ‘inclusion’ and
‘democratic participation” were crucial to winning back the feeling of ‘collectively
owned’ by the older co-researchers. This resulted in the announcement of the group
that they wanted to continue in a partnership in the neighbourhood together with
other stakeholders, with success. The project is continuing at the moment of
writing.

A Change-Oriented Group: Driven by Action

Back to the start... Surprisingly, we gathered a group of co-researchers in a short
period of time. All were living in the neighbourhood and were motivated to start
inquiring into the age-friendliness of their district. Compared to our previous expe-
riences with vulnerable older people, we were happy to find it was relatively easy to
engage the co-researchers. From a historical point of view, it is understandable that
baby boomers, with a lived history of creating change and more democratic struc-
tures, are eager to participate in such local action-oriented initiatives. Compared to
other older generations, this group is the best-educated and has a history of effecting
change (Haber 2009). They were raised in a period of great social and cultural
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changes, such as women’s rights, the sexual revolution, flower power, the lifting of
religious and socio-political barriers and putting environmental issues on the agenda
(Fortuyn 1998). Mr. Daring can be seen as an example of this action-oriented
generation.

In the introductory conversations with the group of co-researchers, the passion
for change and collective action (Melucci 1996) was immediately clear. One co-
researcher, for example, worked in the neighbourhood 30 years prior and had started
feminist groups to empower women. She was glad that she could remain active in
her neighbourhood after retirement. Another co-researcher noted that he was part of
the student protests to claim a voice in the university in the 1960s. This energy and
activism was still present for him at the age of 78.

Reflecting on the recruitment of co-researchers, we were not able to engage the
most vulnerable older citizens directly in the design stage of the process, but chose
to engage them via the older co-researchers who interviewed them. We felt that the
more vital older people were intrinsically motivated, emphatic and able to get the
viewpoints of older people in more vulnerable positions. Both perspectives were
used as input for conversations with local policymakers.

Participation as ‘Business’

The drive of the group to make a difference resulted in a meeting with city council
members responsible for elderly policy. The meeting took place before the group
had any findings. The group was eager to hear from an official that their contribution
to Age Friendly Amsterdam was meaningful to people with power to make changes.
Otherwise they might stop the process. The co-researchers told the city council
member that they were investing their spare time in this initiative, wanting to hear
from him if their effort would be taken seriously.

The moment after I (BG), as a facilitator, had arranged the meeting with the city
council member, some stakeholders expressed wanting to benefit from the occasion.
They wanted to be involved in the meeting, organizing a big event around it, includ-
ing picture-taking and giving presents to the official. The group of co-researchers
was surprised and stunned by this reaction. It looked to them like all stakeholders
wanted profit from ‘their’ work and ‘their’ meeting. The group of co-researchers
had initiated the meeting and therefore insisted that they were in charge of both
content and process. The co-researchers expressed their concern and unease, decid-
ing that they did not want the meeting to be open to other stakeholders. I remember
a reaction of a co-researcher to my question if a stakeholder could take a picture of
the group of elderly people together with an important official for the publicity of
their organization: ‘Well, okay, but I do not want to be used by the city council mem-
ber and his neo-liberal party for election reasons’. I took this as a warning to stay
alert.

The meeting with the official had a very positive effect on the atmosphere in the
group of co-researchers. They felt inspired and felt more ownership of the project
than before. Yet, I (BG) was also in contact with the range of stakeholders who had
not been invited to the meeting. The photograph taken at the meeting was sent out
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by someone to all stakeholders without the consent of the co-researchers. The mes-
sage attached to the photograph stated: ‘Attached we are sending a picture of the
meeting. You can use this for marketing and sales purposes’. This was precisely the
result which the co-researcher quoted above had feared. The participation of the
older people had become ‘business’.

As the facilitator, I (BG) was very angry because I also felt that the stakeholder
organizations could take advantage of the group and I was afraid it would affect the
optimistic and productive working atmosphere. I stopped the process and asked to
call back the photograph, explaining my action by referring to the basic principles
of PHR, particularly the principle of ‘ownership’ (ICPHR 2013a). This would mean
obtaining the permission of all partners regarding the dissemination of information
on the project.

Lessons Learned

In the Netherlands, as in many European welfare states, participation is said to be a
basic principle of public policy. Participation has been largely instrumentalized in
the Dutch setting, while at the same time there is a growing interest in PHR. PHR
initiatives have to deal with a highly politicized context. Politicians and others are
eager to join in and learn from PHR projects. On the other hand, they are not used
to working in partnership with people in more vulnerable situations. Another aspect
is that PHR with older people is different now than 10 years ago, because the Baby
Boom Generation is eager to work together in a participatory way in order to create
social change. These political circumstances call for advanced stages of
Developmental Action Logics (Torbert 2003, 2004; Torbert and Taylor 2008) from
PHR facilitators. Developmental Action Logics help to interpret surroundings,
reflect, learn and react in complex, chaotic settings and to move through these cat-
egories as abilities grow (Rooke and Torbert 1998).

In the case of the Taste Buddies, the older people became co-creators, and they
developed shared ownership over the course of the research project. The residents
who, like Mrs. Caring, had initially been cautious about expressing their experi-
ences later considered it their responsibility to stand up for the other residents. This
was new for a group of women from their generation who grew up as being seen but
not heard, as ‘grey-flannel conformists’, accepting the institutional civic life and
conventional culture (Howe and Strauss 2007). The sociality of the process was for
them as important—or maybe even more important—than the political drive to
change life within the institution, and finding ‘a voice’ and developing ‘an agenda’
were major achievements. This process towards mutually transforming power dem-
onstrates that identities and relationships shifted and that the participants developed
trust, openness and mutual understanding about common values. The Taste Buddies
were therefore not only successful in terms of the concrete action they brought
about but also in terms of bringing about a change in their own perceptions of self
and how they were seen and approached in their immediate environment. The
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facilitator’s focus was on fostering dialogue, action and empowerment, which
included redefining the role of older people and developing a new, shared vision.

The case of the Age-Friendly City group shows that the younger generation of
older people, like Mr. Daring, are perhaps more politically aware and eager to raise
their voice and claim ownership. The current neo-liberal political climate promotes
entrepreneurship and consumer action. This climate heightens the competition
between organizations to work together with older people in service provision. As a
PHR group who volunteered in their neighbourhood, the Age-Friendly City group
wanted to take the credit for their success. Yet, as the old Dutch proverb says, suc-
cess has many fathers. Participation and PHR is a serious ‘business’ in times of
reform and the Dutch ‘participation society’. Focusing on empowerment was not
necessary in a project with people mostly from the Baby Boom Generation; rather,
the facilitator emphasized personal and organizational transformation in a highly
politicized context. Yet, to reach out to older people in a more vulnerable position
and to include their experiences as well, the more vital elders actively approached
these neighbours through interviews and thereby gave them a voice in the neigh-
bourhood. Participation requires sometimes other modes of working to adjust to the
needs and aspirations of various generations and personal biographies.

If we examine the required skill sets and abilities of a PHR facilitator from the
Developmental Action Logics (Torbert 2003, 2004, 2013) perspective, we see that in
both initiatives the facilitator shares transformational power with the group of older
people. In facilitating the dialogue with other stakeholders in the Taste Buddies case,
being a diplomat was enough (Baur and Abma 2012). The diplomat role of a facilita-
tor promotes social cohesion in the group and ensures that attention is paid to the
interests and needs of others. In the Age-Friendly City initiative, the power of politics
and the goal of social transformation required more. Taking on the role of expert by
bringing in knowledge of the principles underlying PHR was a start. It encouraged a
collective learning process on the part of the stakeholders. To promote real change
and effectively handle the kind of conflicts encountered here, a PHR facilitator needs
to address the instinctive resistance of some stakeholders to change. In the case of the
Age-Friendly City, this meant the resistance of stakeholders to sharing power. This
role is called strategist. A facilitator who acts as a strategist is adept at helping groups
to create a shared vision that encourages both personal and organizational transfor-
mations. In the eye of a strategist, change is an iterative process that requires close
attention. The strategist masters second-order change regarding actions and agree-
ments as well as the interplay of personal relationships, organizational relations and
national and international developments (Rooke and Torbert 2005).

These were important lessons for us, but above all we have sensed how important
it is for older people, from all generations, to have a meaningful role in determining
important aspects of their lives and to connect with others.
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Chapter 12 )
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in North America

Paula Louise Bush, Jeannie Haggerty, Carol Repchinsky, Michael T. Wright,
Christine Loignon, Vera Granikov, Ann C. Macaulay, Jean-Francois Pelletier,
Sharon Parry, Gillian Bartlett-Esquilant, and Pierre Pluye

Brief Overview of Participatory Health Research in Canada
and the United States

Participatory health research (PHR) is informed by various works in community
development, education, and organizational learning to name a few (Cargo and
Mercer 2008; International Collaboration for Participatory Health Research
(ICPHR) 2013a). Today, a host of terms are used to refer to various forms of partici-
patory research in health and other domains creating confusion and debate around
issues such as who participates in the research process, how, and when. Indeed,
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participatory health researchers in the North American Primary Care Research
Group are currently grappling with clarifying the similarities and differences in
their respective engaged research. It is beyond the scope of this chapter to delve into
the multiple terms used and their varying definitions; we refer the reader to such
works as Margaret Cargo and Shawna Mercer’s critical review (2008) and those
cited in an annotated bibliography of the Oxford University Press (Bush et al. 2018).
In this chapter, PHR consists of the research process outlined in 1995 by Lawrence
W. Green and colleagues in their publication Study of Participatory Research in
Health Promotion: Review and Recommendations for the Development of
Participatory Research in Health Promotion in Canada (Green et al. 1995). The
authors wrote:

Participatory research seeks to link the processes of research, by which data are systemati-
cally collected and analyzed, with the purpose of taking action or affecting social change.
To link the two processes, participatory research demands a high level of participation by
those most directly affected by the issue being studied, usually called the community. (p. 3)

The authors explain that a community is not necessarily geographic but is “any
group of individuals sharing a given interest” (p. 4). Further, they describe the com-
plementary nature of the university researchers and the community members’
expertise as well as the bilateral nature of the learning that occurs through the
process:

Collaboration takes place between some people within the community whose interests lie
in changing health status or conditions of living and one or more technically trained
researchers whose interests lie in developing knowledge. The collaboration allows both to
participate in new activities: researchers become highly involved in the change process, and
community members become involved to varying degrees at each stage of the research
process. The collaborative stages include: (a) identifying the problem and formulating the
research questions; (b) selecting the research methods or instruments; (c) analyzing or
interpreting the results; (d) applying results; and (e) disseminating results. (pp. 3—4)

Subsequent to these guidelines, Barbara A. Israel, in Detroit, USA, led a review
that outlined eight key principles of partnering with communities for research
(Israel et al. 1998). In the same year, the North American Primary Care Research
Group (NAPCRG) accepted as a policy statement on PHR a document produced by
atask force chaired by Ann C. Macaulay “Responsible Research with Communities:
Participatory Research in Primary Care,” an abridged version of which was subse-
quently published in the British Medical Journal (Macaulay et al. 1999). This pol-
icy statement was amended nearly two decades later (Allen et al. 2017) attesting to
the strong and continued leadership of NAPCRG for PHR.

In their critical review regarding strategies to engage research partners for trans-
lating evidence into action in community health, Salsberg et al. (2015) used the
keyword “participatory research” to identify the main authors with practical exper-
tise in this area. The top four authors identified are North American (based on their
CiteSpace centrality scores for literature published between 1995 and 2009),
namely, Barbara A. Israel, Meredith Minkler, Nina Wallerstein, and Ann
C. Macaulay. These women have co-edited important texts on PHR methods (Israel
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2013; Israel et al. 2005; Minkler and Wallerstein 2008, 2003) and co-authored
critical papers on the ethics and measurement of PHR (Minkler 2004; Oetzel et al.
2015; Wallerstein 2000; Wallerstein et al. 2008; Jones et al. 2014). Moreover, they
are all strong advocates for PHR in their respective jurisdictions and universities. In
1995, Barbara A. Israel established the Detroit Community-Academic Urban
Research Center which has been “fostering health equity through community-based
participatory research (CBPR) for more than 20 years.”! In the Southern United
States, Nina Wallerstein is the director of the Center for Participatory Research,
launched in 2009, which strives to, among other things, “co-create new knowledge
and translate existing knowledge to improve quality of life among New Mexico’s
diverse populations.”? For her part, Meredith Minkler served on the advisory board
of the Center for Collaborative Research for an Equitable California which was in
operation from 2009 to 2015 when funding ended.? In Canada, Dr. Ann C. Macaulay
is the inaugural director of Participatory Research at McGill, which was merged
with CIET in 2015.* She has co-authored literature reviews that have helped to
advance the science of PHR (Bush et al. 2017; Jagosh et al. 2012; Macaulay et al.
1999) and three editions of an annotated bibliography for PHR in public health
published by the Oxford University Press (Macaulay et al. 2011, 2015; Bush et al.
2018) and is a leader for PHR among indigenous populations in Canada helping to
produce, for instance, a chapter on the matter in the 7ri-Council Policy Statement:
Ethical Conduct for Research Involving Humans (TCPS).’

Additional noteworthy PHR work in North America includes some long-stand-
ing community-university partnerships that have developed sustainable infrastruc-
ture and have published extensively on their work. For instance, in 1986, the
Vietnamese Community Health Promotion Project® was founded as a community-
academic research unit at the University of California, San Francisco, with the mis-
sion of improving the health of Vietnamese living in the United States. In Quebec,
Canada, the Kahnawake Schools Diabetes Prevention Project (KSDPP)’ began in
August 1994 with the goal of decreasing the onset of type 2 diabetes among present
and future generations. One of the notable achievements of this partnership is the
code of research ethics (available on the website). For its part, the Native Hawaiian
Cancer Network, ‘Imi Hale,® began in 2000 and has since leveraged considerable
capacity for cancer research in Hawaii.

"https://www.detroiturc.org.
2https://cpr.unm.edu/about/index.html.
Shttps://ccrec.ucsc.edu/.
“http://pram.mcgill.ca/.
Shttp://www.pre.ethics.gc.ca/eng/index/).
°http://www.suckhoelavang.org/sklvweb/en/.
"https://www.ksdpp.org/index.php.
$http://www.imihale.org/.
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Participatory Health Research with Organizations

The preceding examples all include communities of place partnering with academic
researchers and seek to improve healthy lifestyle behaviors of populations. Yet, as
specified by the ICPHR, “in PHR, those engaged in the research as active partners
may be patients or users of services, members of health-related interest groups or
other communities of identity or place, health care or related practitioners, manag-
ers and policy-makers” (International Collaboration for Participatory Health
Research (ICPHR) 2013b, p. 4). This chapter discusses PHR carried out with health
practitioners and other staff working in health organizations, such as hospitals or
primary care clinics, to ultimately benefit the patients for whom they care. PHR in
the organizational context (compared to the community one) is a strategy for orga-
nizational change and requires that some additional aspects be considered. For
instance, when conducting PHR within a health organization, its hierarchy, policies,
and routines need to be known and understood by the outside researchers to enable
the integration of the PHR into the organization. Together, university and organiza-
tion stakeholders blend quantitative, qualitative, or mixed methods research with
action, to evaluate and improve healthcare practices, services, and policies (Argyris
et al. 1985; Lewin 1946; Munn-Giddings et al. 2008; Munten et al. 2010; Soh 2011;
Waterman et al. 2001). In particular, organization stakeholders also develop research
capacity and increase reflective practice, e.g., practitioners not only collect facts
regarding their practice but reflect on their practice to uncover and understand tacit
knowledge (i.e., knowledge that is not explicitly articulated (Lam 2000)).

Four literature reviews have examined what the authors refer to as “action
research” carried out with and within health organizations (Munn-Giddings et al.
2008; Munten et al. 2010; Soh et al. 2011; Waterman et al. 2001) with the purpose
of organizational change (e.g., improvement of care practices or policies). While the
reviewed studies illustrate academics working with organizations through the action
research cycle outlined by Kurt Lewin (1946), not all of them illustrate research co-
governance. In our systematic review, we included 83 studies that represent research
that was co-governed between academic and health organization stakeholders. That
is, organization stakeholders and “outsider” university researcher stakeholders co-
constructed the research, making decisions jointly regarding at least three phases:
(a) identifying the research question(s); (b) setting the methodology, collecting and/
or analyzing the data, or interpreting the findings/results; and (c) implementing or
disseminating the research findings (Bush et al. 2017). This description of co-gov-
ernance in research is in line with other typologies of PHR across community and
organizational settings (Cornwall and Jewkes 1995; Hart and Bond 1995; Holter
and Schwartz-Barcott 1993; Jagosh et al. 2012). Hereafter, we refer to this particu-
lar type of PHR as Organizational Participatory Research (OPR).

In our review of OPR, the comprehensive and systematic search of bibliographic
and gray literature databases led to the retrieval of over 8000 records. Based on the
above definition of OPR, two independent reviewers screened the records and read
the subsequently selected full text publications to include 83 studies in the review
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(see Bush et al. 2017 for a detailed description). Sixteen of these were conducted in
Canada or the United States. Drawing on these 16 studies, together with some
examples from our own OPR, we will describe how this type of research has been
conducted in North American contexts and with what effects. To this end, we pro-
vide examples of participatory processes in the key research phases and the out-
comes associated with these processes. For the most part, we provide examples of
OPR successes as these are the stories currently available in the empirical OPR lit-
erature. It is important to note that while the examples provided may help mitigate
challenges, OPR requires effort, patience, perseverance, and resolve. We conclude
the chapter with a discussion of some challenges North American OPR partnerships
have faced and how they addressed them. Finally, to offer an integral perspective of
the processes and outcomes of OPR, four vignettes are included, focusing on com-
munication, research initiation, participatory data analysis, and challenges.

Organizational Participatory Research in North America

This chapter cites examples from 16 OPR studies conducted in Canada and the
United States (Table 12.1). These studies are variously referred to by their authors
as CBPR, PAR, participatory research, action research, and community-based
action research, which emphasizes the need to better define the terminology in all
forms of partnership research. Table 12.1 indicates the terms each study uses
together with the literature authors cite as the basis for their participatory studies.
For the most part, OPR in Canada and the United States has taken place in hospitals
(e.g., emergency room, operating room, psychiatric ward, etc.). In five studies, the
organization partners were all nurses (Smith 1995; Breda et al. 1997; Jones-Baucke
1997; Senesac 2004; Lausten 2005), whereas other studies illustrate multidisci-
plinary partnerships. Only three included patients or service users on the research
team (Mirza et al. 2008; Williams 2009; Malus et al. 2011). This is striking and
represents an area of development for future OPR. Patients and the public are
affected by organization practices, and have experience receiving health and social
services and navigating the system. They possess a wealth of insider knowledge that
could be integrated into OPR to help improve the relevance of the practice changes
sought. Perhaps in the coming years, more OPR studies will engage patients and the
public in the research process given the current trend toward patient engagement in
the United States with the Patient-Centered Research Outcomes Institute (PCORI)®
and in Canada with the Strategy for Patient-Oriented Research (SPOR).!° Working
with patients may carry additional challenges. For instance, Ann Sawyer Williams
(2009) discusses issues regarding adapting to the visual impairments of the patient
partners. Examples of how to adapt to the needs of stakeholders are included in a
practice guide for OPR (Bush et al. 2017) that is freely available from the Quebec-

“https://www.pcori.org/.
Ohttp://www.cihr-irsc.gc.ca/e/41204 . html.
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SPOR unit for the Support for People and Patient-Oriented Research and Trials
(SUPPORT)."" Additional lessons can be drawn from the patient engagement litera-
ture (see, e.g., https://ceppp.ca/en/).

Relationships

The relationships that develop among all stakeholders, including the university
researchers, influence the OPR and the success and sustainability of their achieve-
ments and their partnership, making positive relationships the most important ingre-
dient in OPR. It is common practice for university and organization stakeholders to
form a working group and hold regular meetings. Working group members may not
know one another at the outset or may even have strained relationships; regular
meetings provide a structure to develop relationships while working collaboratively
toward a common goal (Breda et al. 1997; Lausten 2005; Hamelin Brabant et al.
2007; Dobransky-Fasiska et al. 2009; Barker and Barker 1994; Smith 1995;
Williams 2009; Senesac 2004). Moreover, meetings provide opportunities for com-
munication among working group members, and between the working group and
the rest of the organization, that may not exist without the research. Ideally, meet-
ings are run by a member who can foster an environment where stakeholders can
openly discuss and debate the research and related decisions, voice their thoughts
and fears, and be heard and understood by others (Eisenberg et al. 2006). Speaking
and listening are vital. For instance, clarifying goals and parameters, recognizing
and respecting the complementary skills and knowledge of all partners, and com-
mending achievements are all crucial to help build and nurture fruitful relationships
(Dobransky-Fasiska et al. 2009; Williams 2009), work through challenges, remain
motivated, and sustain the partnership (Bush and Garcia Bengoechea 2016;
Dobransky-Fasiska et al. 2009; Smith 1995). Barker and Barker (1994) wrote:

In contrast to the initial assessment period, staff members were now openly supporting each
other, asking for assistance from staff members in other disciplines and collaborating on
problem solving. The sarcasm and blaming readily observed in meetings prior to the project
were seen less often, with good-natured teasing and humor displayed more frequently.
(p- 89)

The composition of the working group can impact the relationships and, ulti-
mately, the research. Multidisciplinary working groups are common; the research
and its outcomes are infused with the voices of a variety of stakeholders leading to
research products and activities that are tailored to their context and needs (Barker
and Barker 1994; Bush and Garcia Bengoechea 2016; Malus et al. 2011).

Regarding the participation of management, in her dissertation, Smith (1995)
mentions that the presence of managers at working group meetings led to health
professionals holding back and adversely affected group dynamics. On the other

Thttp://unitesoutiensrapqc.ca/.
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hand, others underscore the importance of management being part of the working
group because they can support the work by allocating resources and bypassing red
tape, for instance (Barker and Barker 1994; Hamelin Brabant et al. 2007; Lausten
2005; Mason 2003; Malus et al. 2011). Ultimately, working group membership
should be discussed and debated in relation to the actors and context involved. The
working group may decide that while including managers may hold challenges,
implementing communication and other group processes may help to overcome the
challenges and enable the OPR to benefit from the input of multiple stakeholder
groups. Vignette 1 provides an illustration of some benefits of extensive interaction
via regular meetings.

Vignette 1: Communication

In Cleveland, Ohio, USA, a researcher sought to make the patient education
materials and programs of the Diabetes Association of Greater Cleveland
(DAGC) accessible to people with visual impairment. A working group of
people with visual impairment and diabetes (PVID), DAGC staff members,
and the researcher met regularly. To adapt to the needs of the PVID, meeting
notes were provided in their preferred format (large print or audio) and were
read aloud at the beginning and end of each meeting. Meetings provided a
setting for extended direct contact and cooperation between the working
group members, enhancing both the products of this project and the process
of discovering ways to meet the needs of PVID.

PVID had felt anger and suspicion of the DAGC staff members at the
beginning of the project, but those feelings changed as the DAGC staff mem-
bers demonstrated their willingness to listen and change. In particular, the
process gave the PVID an opportunity to communicate their own experiences
of living with diabetes and visual impairment and to be heard by a group of
professionals. Some PVID felt that participation in this project increased their
skills for expressing themselves and confidence in doing so. One explained:
“Medical professionals are a mixed bag. They don’t all know how to serve
everyone. We often have to teach them how to serve us.” Another had a hospi-
talization following the project and later expressed that her recent experience
with DAGC had prepared her to explain her needs clearly to healthcare pro-
fessionals in the hospital. Furthermore, the PVID members’ communicating
aspects of their experience that were unknown to the sighted participants gave
the DAGC staff a deeper, more authentic understanding of accessibility needs.
Notably, PVID mentioned the importance of opportunities for socializing,
especially around meals.

Summary developed from excerpts from

Williams, A. S. (2002). A focus group study of accessibility and related
psychosocial issues in diabetes education for people with visual impairment.
The Diabetes Educator, 28(6), 999-1008. https://doi.org/10.1177/01457217
0202800614
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Williams, A. S. (2005). Using participatory action research to make diabe-
tes education accessible for people with visual impairment. Dissertation
Abstracts International: Section B: The Sciences and Engineering, 66(5-B),
2883.

Williams, A. S. (2009). Making Diabetes Education Accessible for People
with Visual Impairment. The Diabetes educator, 35(4), 612—621. https://doi.
org/10.1177/0145721709335005

Initiation and Focus of the Research

OPR begins in a variety of ways. In some studies, organizations may seek out aca-
demics with whom to partner to help them address an issue they have identified.
Cashman et al. (2012) provide an explicit example in their health promotion study
conducted with community health organizations. Other times, the idea for the focus
of the research is proposed by the academics, and the organization stakeholders
agree with the importance of the issue and choose to partner to address it. This is the
model described in a study between university researchers and nurses in a public
health unit in Alberta, Canada (Smith 1995). Finally, the research focus can be
determined jointly among all partners. Lausten (2005) provides such an example in
his study with nurses to improve ecological practices in a hospital. Agreeing on the
focus of the research may not be simple. Sometimes, the various stakeholders each
have their respective priorities and discussion and negotiations are needed to come
to consensus on the issue to address through the OPR. Ultimately, addressing an
issue which is important to the organization and that may be usefully addressed
through research is paramount and contributes to the success of the OPR (Bush
et al. 2017). A study that took place in Pittsburgh, USA, provides an example of
researchers deferring to the organization’s interest. Academics and leaders of 11
community organizations formed the Research Network Development Core to
improve depression care. The authors write:

Before the [Research Network Development Core] was created the academics had research
goals of reducing depression among African-American and White older adults. However,
the public organizations serve people of all ages and all racial and ethnic groups. Thus, the
researchers shifted focus to include disadvantaged adults of any age in order to be aligned
with the community partners. (Dobransky-Fasiska et al. 2010, p. 2)

Others illustrate some benefits of focusing on organization priorities. Lausten
(2005) asked nurses participating in his dissertation work what they thought about
being active participants in research, one said: “I think it’s important because I think
when you give people a choice to be involved in what their ideas are they’re more
apt to work harder on it” (p. 54). This is further underscored by Hamelin Brabant
et al. (2007) who write: “the results revealed that the organizational changes are
seen as less threatening when suggestions come from colleagues rather than from
managers, who are often seen as less adept than the employees at solving the inter-
nal problems of a care unit or service unit” (p. 319).
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It should be underscored that reaching consensus on a research focus that is ben-
eficial to all working group members can be challenging. Developing a shared
understanding of each other’s needs and expectations, as well as feasible contribu-
tions of all working group members, may require multiple lengthy conversations
and can be complex and even frustrating. The process will benefit from stakehold-
ers’ ability to express where they are and are not prepared to compromise as well as
a willingness to understand and to learn from one another and to help achieve their
respective needs. Other important qualities for working group members are patience
and perseverance, together with group facilitation skills. These initial negotiations
help set the foundation for the relationships among the working group members that
are needed to conduct the OPR. Vignette 2 describes how one study was initiated,
how ideas for action were generated by stakeholders, and the potentially sustainable
effects of the OPR processes.

Vignette 2: Research Initiated by Organization Stakeholders

Seeking a better understanding of how to serve people with psychiatric dis-
abilities in the community reintegration program, the program directors at two
Centers for Independent Living (CIL) serving a large metropolitan region in
the United States met with three researchers from the University of Illinois at
Chicago, to discuss a research partnership. Together, they developed the proj-
ect’s aims: (1) to gain a better understanding of the experiences of people with
psychiatric disabilities within the community reintegration program and (2) to
explore better ways of supporting them in community reintegration. To begin
the data collection process, they decided to hold a focus group, co-led by a
researcher and a community partner, the content of which was determined
with the community partners. Results revealed a need for increased commu-
nication between various organizations that provide services for people with
psychiatric disabilities in the community.

To initiate a dialogue between the various entities involved in the provision
and use of psychiatric disability services, a community resource meeting was
planned. Meeting participants unanimously agreed that opening up lines of
communication between the various stakeholders was the next step in the pro-
cess of promoting community integration of people with psychiatric disabili-
ties. It was decided that this process could be initiated through the creation of
an email listserv, where individuals could post information on advocacy
efforts and other local and statewide initiatives that they were undertaking to
promote community services for people with psychiatric disabilities. Two of
the participants, one of whom was a person with a psychiatric disability and
CIL representative and the other a service provider, volunteered to take the
lead in developing the listserv. This listserv is currently active and continues
to be a forum where participants communicate and share ideas on an ongoing
basis. Other steps recommended for developing a seamless service system
included the creation of a clearinghouse of information and a toll-free number
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for service providers and consumers. While these latter steps have not come
to fruition as yet, they are under consideration and being collaboratively
worked upon. This project has laid the foundations for future bridge building
between people with psychiatric disabilities and the broader disability com-
munity, particularly in the area of promoting community integration.

Summary developed from excerpts from

Mirza, M., Gossett, A., Chan, N. K., Burford, L., & Hammel, J. (2008).
Community reintegration for people with psychiatric disabilities: challenging
systemic barriers to service provision and public policy through participatory
action research. Disability & Society, 23(4), 323-336.

Participatory Data Analysis

Given the inclusion of the varied and complementary knowledge and expertise of all
partners, a participatory data analysis process can enhance the work. For instance,
organization stakeholders provide the necessary insider’s lens to heighten the con-
textual relevance of the results, whereas the academic stakeholders contribute the
research expertise needed to not compromise the scientific rigor. Again, lengthy
discussions and negotiation are often involved and compromises required.
Participatory analysis of data can take many forms. Although organization stake-
holders may not have the expertise, time, or interest to complete the technical work
of quantitative and/or qualitative analyses, their input in this research phase is pos-
sible and valuable. For instance, in Montreal, Quebec, Canada, Bush and Garcia
Bengoechea (2016) worked with a YMCA to evaluate their adolescent program.
While the academic partners carried out the statistical analyses, decisions regarding
how to analyze the quantitative program data were made together with YMCA part-
ners. For example, partners had multiple discussions pertaining to questions and
hypotheses and feasible analyses given the sample and the nature of the data.
Similarly, the university partners coded the qualitative data, but the deductive cod-
ing framework was developed with the academic and YMCA partners and based on
the peer-reviewed and gray literature as well as YMCA partners’ knowledge. In
other studies, the working group does the technical work of the analysis, working
together to code qualitative data and develop themes as described in one article co-
written by all stakeholders.

All [working group]nurses met six times for 3 hours to analyze the research findings and to
develop categories, or themes, of analysis. Breda [the first author] recorded each session on
tape, listened repeatedly to the recordings, and pulled out salient topics for discussion at the
following meeting. We spent the subsequent meeting reflecting on these topics and adding
new input from events that had transpired in the interim. We continued this process until all
components of the project were analyzed. All working group nurses were active in the dia-
logue and decided together on the meaning of experiences. In the end, we easily reached
consensus on three themes that we believed reflected the major changes that were experi-
enced in our collective inquiry. (Breda et al. 1997, p. 79)
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Other studies follow this model, but only some members of the working group
carry out the analysis. This is illustrated in a study led by one of our co-authors
(Pluye). University and organization partners describe how they worked together, as
co-researchers, iteratively coding qualitative data, discussing their codes, and induc-
tively developing new codes to produce a reliable coding manual (El Sherif et al.
2015). Finally, others opt to have the researcher do some initial analysis and return
preliminary results to the group for discussion as depicted in Vignette 3.

Vignette 3: Collective Data Analysis

In a primary care clinic in Montreal, Quebec, Canada, an interdisciplinary
committee (patients, manager, psychologist, administrators, support staff,
nurse, physicians, and researchers) evaluated a patient satisfaction question-
naire (PSQ) for its suitability in the clinic. The committee, chaired by the
research coordinator, met monthly from 2007 to 2009.

The qualitative researcher completed semi-structured interviews with other
clinic staff and patients regarding their perspectives of the relevance of each
item in the original PSQ. She analyzed these interviews and presented the
results to the committee. The content, wording, and appropriateness/relevance
of each question were discussed until a consensus was reached, as follows.
The chair ensured every member had a chance to express and explain his or
her opinion, preventing any committee member from dominating the discus-
sion and asking quieter members for their views. The chair continuously sum-
marized the points of view, identifying similarities and differences. In one
instance, voting was required to reach consensus. The committee divided into
two groups and each group discussed and nominated a representative, who
then presented their view to the full committee. Committee members then
voted on the issue anonymously. This time-consuming, but enriching, process
led to rewording, eliminating, or adding new items to the PSQ. This adapted
PSQ was tested in three 1 h focus groups where patients were asked to com-
plete the adapted PSQ and discuss their overall impressions of it as well as
any issues with specific items. Again, the qualitative researcher completed the
analysis of the focus group transcripts and presented the results to the com-
mittee for discussion. Finally, minor changes to the questionnaire were made.

Summary developed from excerpts from

Malus, M., Shulha, M., Granikov, V., Johnson-Lafleur, J., d’Souza, V.,
Knot, M., Holcroft, C., Hung, K., Pereira, 1., Ricciuto, C., Salsberg, J., &
Macaulay, A. C. (2011). A participatory approach to understanding and mea-
suring patient satisfaction in a primary care teaching setting. Progress in com-
munity health partnerships: research, education, and action, 5(4), 417-424.
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Returning Results

The research results, including preliminary ones, can have a profound effect on
organization members, and the organization as a whole, and must be communicated
to the working group and the broader organization throughout the study process.
This allows for results to be put into practice, as noted by Eisenberg et al. (2006):
“Our observations were used by a newly formed interdisciplinary organizational
development team seeking to create baseline measures and begin a number of tar-
geted interventions. Some of the changes that occurred were a direct result of this
study” (p. 204). Beyond achieving their planned objectives, Canadian and American
examples describe how research results can surprise organization stakeholders or
confirm their perceptions, both of which motivate them to enact changes, even with-
out the help of the academic partners (Smith 1995; Bush and Garcia Bengoechea
2016; Mason 2003). Moreover, this process can help to keep partners engaged and
even motivate stakeholders to continue the partnership work (Bush and Garcia
Bengoechea 2016). The following excerpt from Dobransky-Fasiska et al. (2010)
illustrates this.

Because of the time required for the participatory research process, success depends on
both intangible and tangible benefits that the partners consider to be significant enough to
sustain their effort. Both the process and the results of the needs assessment were early
benefits. (p. 4)

Returning OPR results to the organization can be done in many ways. In Canadian
and American examples of OPR, some have provided research results to staff and
management both orally and in writing during their regular meetings (Eisenberg
et al. 2006; Barker and Barker 1994; Bush and Garcia Bengoechea 2016; Mason
2003) and with poster displays in key areas of the organization (Lausten 2005).
Working with the organization partners at this stage is paramount to ensure the lan-
guage, tables, and figures used to communicate the results are appropriate. In her
dissertation, Bush (2014) cites an organization partner who alludes to some chal-
lenges and benefits of speaking different languages (i.e., research language vs. orga-
nization language).

It kind of surprised me when I saw the [teenagers’] names [in your report of results]. So, it

was little bit of a gasp reaction. It took me a while to get used to that. But, after a while it
occurred to me that it’s a very interesting way of looking at things. (p. 124)

Similarly, this organization partner found it challenging to translate the organiza-
tion language to the university partners: “we don’t always have those words because
the things that are obvious to us we think are obvious to everyone” (p. 143). We
suggest that additional insight for how to proceed may be gained from existing
knowledge translation frameworks (Grimshaw et al. 2012; Lavis et al. 2003; Straus
et al. 2009).
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Changes in Knowledge, Attitudes, and Behaviors

The increased awareness and knowledge that all working group members gain
through OPR should not be underestimated. Organization stakeholders, for instance,
not only learn about research and the issue they are addressing through the study
(Dobransky-Fasiska et al. 2010; Lausten 2005), but they also gain an understanding
of each other and their needs and constraints regarding their respective roles in the
organization. Some report how staff gained an understanding of and increased sen-
sitivity to patients’ needs (Dobransky-Fasiska et al. 2010; Williams 2009). Working
group members also acquire or improve upon such skills as problem identification
and solving, decision making, cooperation, leadership, and communication (Barker
and Barker 1994; Williams 2009). In one study, a working group member said:
“There were two benefits—first, we have a stronger working relationship with you
folks [academics] and second, at least an understanding, if not a working relation-
ship with the other partners that we probably would not have developed alone ... It
increased our awareness of the other agencies and what they do” (Dobransky-
Fasiska et al. 2009, p. 959). In the few studies including patients in the working
group, benefits for them are also apparent. For example, Ann Sawyer Williams
(2009) writes about how the people with visual impairment and diabetes with whom
she conducted the OPR described the benefit of learning more about diabetes, quot-
ing two partners: “It made us a lot more conscious of what we’re doing when we go
into the store to buy food. Now, before I buy something new, I get someone to read
the labels to me, so I know what is in the food” (p. 84). Regarding university part-
ners, while we know from our own experiences that, as part of the working group,
university researchers learn, for instance, about group processes, develop group
facilitation skills, and gain awareness of organizational cultures and how to navigate
them, such learnings are rarely documented in peer-reviewed journal articles.
Indeed, only 6% of the studies in our systematic review of OPR documented such
benefits for the university partners (Bush et al. 2017), one of which was North
American (Williams 2005).

As a result of the OPR approach, authors report observing reduced resistance to
change and greater acceptance for change (Mason 2003; Hamelin Brabant et al.
2007; Lausten 2005; Barker and Barker 1994). For instance, Mason (2003) noted
that the approach “supported broad-based acceptance of the violence initiative at a
time when other imposed changes were resisted” (p. 22). Many observed changes in
culture, diffusion of change to other organization members or to the organization as
awhole, and continued collaboration to improve practices (Mason 2003; Dobransky-
Fasiska et al. 2009, 2010, 2012; Lausten 2005; Breda et al. 1997; Barker and Barker
1994). OPR authors have also found that the participatory research approach con-
tributes to improved relationships and teamwork (Senesac 2004), increased profes-
sional satisfaction and excitement, and increased commitment to and responsibility
for actions (Williams 2005).

Organizations and their stakeholders have used results for such things as inform-
ing modifications to work processes and practices (e.g., improve triage, implement
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staff meetings to clarify expectations, and improve support) (Barker and Barker
1994; Eisenberg et al. 2006; Dobransky-Fasiska et al. 2010; Lausten 2005; Mason
2003; Mirza et al. 2008; Jones-Baucke 1997), improving their programming (Mirza
et al. 2008), informing their strategic planning and changing policies (Dobransky-
Fasiska et al. 2009, 2010, 2012; Lausten 2005), improving the workplace psychoso-
cial environment (Hamelin Brabant et al. 2007), and communicating with board
members and funding agencies about their work (Bush and Garcia Bengoechea
2016; Dobransky-Fasiska et al. 2010). Some authors write explicitly that the OPR
approach produced research activities and products that were more acceptable and
relevant to the stakeholders and were more sustainable than what the academic
researchers could have produced alone (Malus et al. 2011; Williams et al. 2005;
Dobransky-Fasiska et al. 2010; Chen et al. 2011; Williams 2009).

Challenges

Academic and health organization contexts and purposes are very different and this
can translate into challenges for the working group members. For example, the
organizational context influences all aspects of the research. Budget constraints,
staff reduction and turnover, and broad organizational change and restructuring are
all issues that have been faced in the North American context. As illustrated in
Vignette 4, understanding each other’s language can be time-consuming and chal-
lenging. The same is true for managing stakeholders’ varying expectations (e.g.,
regarding the pace of the project (Bush and Garcia Bengoechea 2016; Lausten
2005)). Moreover, the time investment required to build a common understanding
and relationships, define mutual objectives, and work through the phases of the
study together can be frustrating and, in some instances, may not be feasible for
some of the partners. Ann Sawyer Williams (2009) provides an example:

The major disadvantage of the [OPR] process for [Diabetes Association of Greater
Cleveland] staff was the necessary amount of staff time spent in meetings. Generally, two
or three staff members were present at the monthly meetings, for about three hours a month
for 10 months. In addition, two staff members spent about three hours each making record-
ings, and the entire staff attended the in-service program. Therefore, the estimated total
amount of staff time spent on this project was approximately 106—136 hours total. (p. 92)

Another example concerns randomized controlled trials where control group
participants may feel denied the opportunity to benefit from an intervention. This
was the case with a randomized controlled trial of metta meditation and massage for
adults with AIDS at the end of life (Williams et al. 2005). The authors write
about one of the most difficult challenges they faced in their OPR, explaining that
“Once the initial cohort had a favorable study experience, they provided informal
endorsement via the “grapevine” among the community, further fueling the sense of
injustice among those who were ineligible or in the control group” (p. 99). While all
the partners met to discuss possibilities to resolve the issue, the authors write: “it
became clear that addressing the residents’ perceived needs would involve a
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compromise of the randomized controlled methodology or a need for additional
funding support. The former was not acceptable to the research partners, and the
latter option was pursued unsuccessfully” (p. 99). In community contexts, some
PHR researchers have dealt this issue by using a delayed intervention design, but
this precludes long-term follow-up (Stein et al. 2003; Macaulay et al. 2013).
Although OPR can increase buy-in, implementing changes in a health organiza-
tion with this approach is not always a seamless process. In a hospital in Montreal,
Quebec, Canada, one working group sought to reorganize care to create an optimal
psychosocial environment in the workplace. They obtained commitment from man-
agement and healthcare workers, collected their perceived work constraints, and
implemented action plans to address them. Yet, the authors found that some employ-
ees were indifferent to or actively resisted changes. Reasons included failure of past
projects, fear of losing privileges, and the need to acquire new technical skills. The
authors write that establishing opportunities for discussion contributed to the
involvement of staff in the change as they were able to share fears and feelings asso-
ciated with the change (Hamelin Brabant et al. 2007). Another strategy to help miti-
gate potential challenges is for partners to agree on a set of guiding principles or
terms of reference that make the needs and responsibilities of all partners explicit
and details a process for dealing with disagreements. Such documents are rarely
described in OPR publications. In Table 3.1 of her dissertation, Pamela Senesac
(2004) provides one example where she outlines issues for which explicit clarifica-
tion was required. These issues included the scope of the project, to whom the
researcher and team were responsible, the process of reaching consensus, confiden-
tiality, and the development of a ‘parking lot’ of future issues requiring attention.

Vignette 4: Working Through Challenges

In Allegheny County, Pennsylvania, USA, researchers from Western
Psychiatric Institute and Clinic and leaders of community organizations
formed the Research Network Development Core (RNDC) to create new
research projects to pursue mutual concerns stemming from mental health
disparities. The community/academic partnership was established slowly
over a 3-year period and evolved through ongoing discussions and iterative
review of ideas that eventually led to consensus at monthly meetings.
Differences of opinion were discussed openly, and decisions were made
through consensus. For the community partners, the challenges began with
communications and developing an understanding of the mission of the part-
nership. One felt overwhelmed initially: “I’'m going to be working with all
these academics, who are all into research. I’'m never going to be able to
understand them, or to understand research.” Another expressed, “I noticed
that we speak different languages ... It took time for both groups to develop
an understanding of the languages.” The problem with the languages was
resolved over time through interacting, especially as the RNDC investigators
spent considerable time at the community partners’ sites. One partner com-
mented, “The more you came here and got to know about what we did and



12 Organizational Participatory Research in North America 199

how we worked helped us to trust you more. You were not just trying to get
funding for yourself.” The distinguishable gap between research and practice
was another challenge for community partners. One said: “I think the major
problem is with academics understanding the practical ... It is frustrating. We
function on two entirely different levels. We do not know academia, and aca-
demics do not know the day-to-day practice.”

An essential part of developing and maintaining enduring relationships
with the partners was to clarify goals and parameters that would facilitate the
development of a constructive working framework. The principal investigator
led discussions and facilitated input from all partners. The mechanisms of
discussing issues were perceived by partners as follows: “Many ideas have
been discussed around the table each month. Typically, we discuss ideas dur-
ing a meeting ... then present interpretation of ideas at later meetings, and
discuss plans for moving forward.” Another stated:

It is an opportunity to keep on pursuing an issue until it is satisfactory to you and to
us. It sometimes seems like it is too much, but you have to do it. You think there has
got to be an easier way, but there is not. The variety of agencies involved is spectacu-
lar. It makes it harder to get a common understanding.

Although it has been challenging to find common ground, the diversity
within the partnership provided an opportunity to develop a unique synergy to
better serve economically disadvantaged adults. One partner stated, “The
partnership allows us to have a voice and transform that research into practice.
Often with researchers they come and do the research and then you never hear
from them again. You come back and explain what you found.” From this
study’s perspective, the participatory aspect is the essential element in this
work, unifying the partnership and serving as a catalyst for designing and test-
ing new models.

Summary developed from excerpts from

Dobransky-Fasiska, D., Brown, C., Pincus, H. A., Nowalk, M. P., Wieland,
M., Parker, L. S., Cruz, M., McMurray, M. L., Mulsant, B., & Reynolds, C. F.
(2009). Developing a community-academic partnership to improve recogni-
tion and treatment of depression in underserved african american and white
elders. American Journal of Geriatric Psychiatry, 17(11), 953-964. https://
doi.org/10.1097/JGP.0b013e31818f3a7e.

Dobransky-Fasiska, D., Nowalk, M. P., Pincus, H. A., Castillo, E., Lee,
B. E., Walnoha, A. L., Reynolds, C. F, 3rd, & Brown, C. (2010). Public-
academic partnerships: improving depression care for disadvantaged adults
by partnering with non-mental health agencies. Psychiatr Serv, 61(2), 110-
112. https://doi.org/10.1176/appi.ps.61.2.110.

Dobransky-Fasiska, D., Nowalk, M. P, Cruz, M., McMurray, M. L.,
Castillo, E., Begley, A. E., Pyle, P, Partners, R. N.-C., Pincus, H. A., Reynolds
3rd, C. E.,, & Brown, C. (2012). A community-academic partnership develops
a more responsive model to providing depression care to disadvantaged adults
in the US. The International journal of social psychiatry, 58(3), 295-305.
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Summary

This chapter has provided an overview of organizational participatory health
research in North America. Specific examples, taken from 16 studies identified
through a rigorous systematic search, have been used to describe how this type of
research has been carried out in North America, with what types of stakeholders, in
what contexts, and with what types of effects. In summary, in OPR, academic
researchers partner with organization stakeholders in a working group to co-con-
struct research-related decisions throughout the study. This allows organization
stakeholders to shape the OPR according to their perceived needs. Moreover, the
challenges and barriers to change that all stakeholders experience can be brought to
the fore and taken into account. The result is a practice change or improvement
initiative likely to be acceptable, feasible, pertinent, and sustainable. In short, OPR
is a research approach that facilitates the identification, evaluation, and implementa-
tion of health practitioner and health organization practice improvements.
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Chapter 13

Participatory Health Research in North
America: From Community Engagement
to Evidence-Informed Practice

Check for
updates

Jon Salsberg and Nickoo Merati

Participatory Health Research: History and Application

Participatory health research (PHR) is the systematic co-creation of new knowledge
by researchers working in equitable partnerships with those affected by the issue
under study or those who will benefit from or ultimately act on its results (Green
et al. 1995; Israel et al. 1998; Macaulay et al. 1999). These include, among others,
communities, organizations, patients, or practitioners. PHR has been shown to ben-
efit all those involved, including the research itself. Taking a PHR approach is
shown to ensure cultural and logistical appropriateness of research, enhance recruit-
ment capacity, result in productive conflicts followed by useful negotiation, increase
the quality of outputs and outcomes over time, increase the sustainability of project
goals beyond funded time frames and during gaps in external funding, and create
system changes and new unanticipated projects and activities (Jagosh et al. 2012).
For health intervention research, proponents also argue that PHR strengthens aca-
demic-community relations; ensures relevancy of research questions; increases
capacity of data collection, analysis, and interpretation; and minimizes negative
stigma associated with research (Israel et al. 1998, 2005; Macaulay et al. 1998,
1999; O’Fallon and Dearry 2002; Cargo and Mercer 2008; Cargo et al. 2008). PHR
is also believed to increase communities’ capacity to identify and solve their prob-
lems (Macaulay et al. 1999; Gaventa and Cornwall 2006) and decision-makers’ and
service providers’ ability to mobilize resources, improve policies, and enhance pro-
fessional capacity and practices (Minkler and Wallerstein 2008a). PHR furthermore
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integrates knowledge translation into the knowledge creation process, by assuring
that the appropriate end users of the results are implicated throughout all key phases
of the research. Importantly, from a PHR perspective, end users should be involved
in (at least) the research phases of identifying needs, setting research questions,
interpreting results, and disseminating and applying findings (Macaulay et al. 1999;
Minkler and Wallerstein 2008a; Parry et al. 2009; Salsberg et al. 2014).

Participatory health research finds its origins in both social action research and
emancipatory philosophy, or as has been suggested, from northern and southern
traditions, respectively (Wallerstein and Duran 2008). Kurt Lewin’s action research
framework (Lewin and Lewin 1948), often referred to as the northern heritage of
PHR, proposed a cycle of continuous inquiry, action, and evaluation, undertaken
with or by — as opposed to for or on — society’s marginalized or disenfranchised. The
aim of Lewin’s action research framework was to empower mainly urban-dwelling
ethnic minorities to create social equity in overcoming racial and class disparities.
This framework has been expanded and developed over the ensuing decades, most
notably by Argyris and others (Argyris and Schon 1978; Argyris et al. 1985) who
applied it as a means of promoting improvement in organizational efficiency.

Paulo Freire’s emancipatory theory in Pedagogy of the Oppressed (Freire 1970),
often referred to as the southern heritage of PHR, questioned the value of both
knowledge and education by critically examining their products in relation to politi-
cal power and oppression. Freire posited individuals not as empty vessels but as
potential masters of their own future, able to best determine their own needs to
improve their lives. Agendas for both education and research should hence serve
their self-defined needs; furthermore, people, and indeed communities, should no
longer be seen as objects of study but instead as full participants in inquiry
(Wallerstein and Duran 2008; Freire 1970). Freire’s work has been particularly
influential for action in developing area studies: researchers and international orga-
nizations such as UNESCO and the World Bank have used Freire’s framework
toward empowering marginalized and disenfranchised communities to generate the
evidence they needed in order to force local or national policy changes, which grant
them hitherto denied rights and resources (Rahman 1993). Freire’s conscientizagdo
ran parallel with the critical consciousness of emerging feminist perspective in
North America and was a philosophical building block for the Indigenous and
decolonizing methodologies to come (Denzin et al. 2008; Chavez et al. 2008; Duran
and Duran 1995).

In both emancipatory and action-oriented work, social change and access to often
life-sustaining resources were paramount, often devaluing the need or desire to apply
“rigorous” research methods (Rahman 1993). From an epistemological — and indeed
Freirean — perspective, if PHR knowledge is to motivate an individual’s behavior or
action for change (Semali and Kincheloe 1999; Bradbury and Reason 2008), then the
knowledge products of people’s own self-research, as well as the methods that pro-
duced them, are the most valid and rigorous so long as they foment desired social
change. This methodological consideration later became a point of contention, as
participatory methods were seen by some as “soft” when applied to topics and areas
where other scientific methods were the norm (Minkler and Baden 2008).
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Shift from Methodology to Approach

For a long time, participatory health research was seen explicitly as a qualitative meth-
odology: a branch of qualitative enquiry where people could come together, usually
with outside support, to inquire into their own social issues (Patton 1990; Schwandt
2007). This qualitative trend is indeed congruent with the methodological realities of
the PHR approach: if the knowledge created through the PHR process is to benefit a
more-or-less homogeneous group of people, then how that knowledge is defined and
understood (epistemology) and the means of apprehending it (research methods) must
match (Patton 1990; MclIntyre 2008; Kirby et al. 2006). For most groups or societies
in which the PHR process was being applied, people were not placed in an objective,
positivist paradigm that is congruent with more quantitative methods; instead, people
were concerned with the need for action in their particular context and practicable by
themselves, which is shown to be more congruent with qualitative methods (Fine et al.
2008). Hence, PHR knowledge creation typically resembled more qualitative inquiry.
It is also possible that this association between PHR and qualitative methods was a
reflection of which outside academics or activists were involved.

In the 1980s, as participatory methods were beginning to be applied to health
promotion, two things changed. First, many practitioners involved in public health
and equity research had epidemiological training; they were interested in addressing
the disproportionate burden of ill-health experienced by marginalized or under-
served communities. Focus thus began to shift from the developing world to include
industrialized nations where these communities existed, with new studies appearing
in North America (Epp 1986; Labonte 1986). Second, because the health promotion
framework addresses social determinants of health, many projects began to include
more diverse stakeholders that were needed to address system and policy change
(Robertson and Minkler 1994). This meant that not only were local populations
participating but also program planners, policy-makers, and service providers —
anyone whose behavior, opinion, or practice needed to change to create the intended
social or health change. In this new multi-stakeholder, multi-perspective context, a
single PHR project likely represents multiple epistemologies. As such, from this
point forward, it became impossible to see participatory health research solely as a
methodology or a set of methods congruent with a single epistemology — but rather
an approach where multiple stakeholders could negotiate and align their action
needs around a particular issue and develop new knowledge products that were
necessary from their own perspectives to address it. The fundamental principal of
PHR thus became equitable co-ownership of knowledge (Israel et al. 1998;
Macaulay et al. 1999; Minkler and Baden 2008). Hereafter, participatory “methods”
no longer referred to methods of data collection and analysis; instead, participatory
“methods” now referred to methods of partner engagement, methods of locating
power, and methods of ownership at every stage of the research process (Minkler
and Baden 2008). In addition, “research on the PHR process” henceforth became
research on how best to create and maintain engagement among project stakehold-
ers with meaningful and sustained ownership over the research and action process
(Cargo et al. 2008, 2011).
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1980s, 1990s, and Beyond: Participatory Health Research
and Health Promotion

As early as 1984, one development researcher recognized:

What is needed is a research process which incorporates both qualitative and quantitative
methods adapted to field conditions. Such a process would include... a preliminary qualita-
tive stage..., a quantitative stage..., a follow-up qualitative stage to investigate inconsisten-
cies between initial qualitative and quantitative data which might indicate compounding or
unidentified variables, representative in-depth case studies, [and] periodic follow-up
research to account for social change. (Nichter 1984)

Nichter immediately follows this statement with a question: “But who is there to
conduct such research?” (Nichter 1984). It is argued that this call was answered by
the burgeoning field of health promotion: with its focus on the health equity, the
social determinants of health, and, importantly, the primacy of the community in
setting its own policy research and intervention agenda (Epp 1986; Labonte 1986;
Robertson and Minkler 1994).

This expanded view of health to include health promotion was embodied in the
Ottawa Charter of Health Promotion, which defined health promotion as “the pro-
cess of enabling people to increase control over, and improve, their health” (WHO
1986). Robertson and Minkler (1994) saw “the new public health” as a social move-
ment, including (1) a broader definition of health to include the social determinants
of health, (2) emphasis on social and political intervention strategies over individual
ones, (3) the centrality of individual and community empowerment, and (4) mean-
ingful participation. Moreover, Robertson and Minkler used Arnstein’s ladder of par-
ticipation to critique the then-current notions of true participation (Arnstein 1969).

Those involved in health promotion planning looked to PHR as a process for
communities to organically determine their own health priorities by accounting for
the various ecological spheres that encapsulate and constrain healthy behavior.
Green and Kreuter (2005) took participatory processes as central to their PRECEDE-
PROCEED model of health promotion planning and evaluation (Green and Kreuter
2005); this has been the most robustly applied model of community intervention
planning and evaluation since its initial introduction in the early 1990s. Other health
promotion practitioners and evaluators also turned to PHR as an appropriate
approach to community-university partnerships for change, highlighting that
communities must have the self-determination to identify and redress their own
health issues (Minkler 2000; Israel et al. 1998; Macaulay et al. 1999).

From Health Promotion to Health Services Research
and Integrated Knowledge Translation

At this point, PHR had entered the health research literature largely through its use-
fulness as an approach to community-based health promotion. Leading health pro-
motion researchers such as Meredith Minkler, Barbara Israel, and Nina Wallerstein
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were early to recognize the value of this approach for other health research areas
(Minkler and Wallerstein 2008b; Israel 2005). By the early 2000s, PHR once again
experienced a push as health service researchers and evaluators began to grapple
with the limitations of evidence-based practice in both health care and in public
health policy.

Despite industrialized nations’ significant investment in developing evidence-
based practice for the improvement of health, health services, and systems, there
has been recognition over the last two decades that, despite significant gains, the
evidence created is not necessarily applied in practice (Straus et al. 2009, 2011;
Graham et al. 2002; Graham and Tetroe 2007). As researchers, practitioners, and
educators began to turn their attention to this know-do gap, it was estimated to take
on average 17 years for just 14% of all primary research conducted to make it into
practice (Weingarten et al. 2000; Green 2008). In addition, many viewed the prog-
ress of knowledge into practice as if moving through a pipeline: vast amounts of
knowledge derived from primary research are increasingly synthesized, refined, and
tailored to eventually be put into use (Green 2008). While this process is important
to assure only high quality and efficacious findings are applied — especially in the
biomedical clinical setting — it can also limit or unduly delay the application of
beneficial findings into practice to finally affect individuals’ health outcomes.
Furthermore, it is not always clear what these “beneficial” findings are: beneficial to
whom? Is beneficial to the patient the same as beneficial to the service provider or
other health stakeholders? Is there a way we can better understand this process of
moving knowledge into action, to accelerate the identification, uptake, and use of
beneficial knowledge? This query has led directly to the study and practice of bridg-
ing these implementation gaps: knowledge translation.

Knowledge Translation and Integrated Knowledge
Translation

Knowledge translation (KT) begins from a different premise: the movement of
knowledge into action is not viewed as a linear pipeline but rather a cycle of interac-
tion (Graham et al. 2006; Armstrong et al. 2006; Greenhalgh et al. 2004; Green
et al. 2009). From this view, the needs of “end users” including practitioners, inter-
veners, policy-makers, communities, and individuals drive primary research as
much as the latter constrains practice. Knowledge translation has thus been defined
by the Canadian Institutes of Health Research (CIHR) as a dynamic and iterative
process that includes synthesis, dissemination, exchange, and ethically sound appli-
cation of knowledge to improve and provide more effective health services (Graham
et al. 2006). This complex system of interactions may vary in intensity, complexity,
and level of engagement, depending on the nature of the research as well as the
needs of the particular knowledge user, i.e., those who must ultimately act on the
results of the research, or for whom the outcome benefits are intended (Graham
et al. 2006). The Canadian view of KT is an attempt to define an overarching con-
ceptual framework that includes all stages of discovery: from basic science, through
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clinical application, to health of populations. However, its applicability to public
health often has been applied or received coolly. In the USA, for example, the
National Institutes of Health (NIH) have clearly differentiated between “Translational
Research 1,” bench to preclinical and clinical usage, and “Translational Research
2,” basic, clinical, and intervention research to community and population health
(NIH Roadmap 2012). Until the recent advent of the large NIH Clinical and
Translational Science Awards, these two areas of KT were seen as distinct, and the
majority of resources were dedicated to the first.

As dynamic, multidirectional, and complex as KT can be from the bench to the
clinic, it can be argued that its complexity compounds when translating research
results into effective outcomes at the public health level (Green and Glasgow 2006).
While there are certainly added levels of complexity in public health, many of the
encountered issues are fundamentally the same. These issues are still founded on
the mismatch between the context in which knowledge is produced and the context
in which end users (clinical practitioners, policy-makers, patients, and people at
large) need to put this knowledge to use (Bradbury and Reason 2008; Green and
Glasgow 2000).

Graham et al. (2006) outline a broad typology of definitions of KT, which vary
mainly on the directionality of flow, end user audience, and level of engagement
between different stakeholders in the translation process. They eventually built the
knowledge-to-action (KTA) model (which underlies the CIHR definition of KT),
based on a synthesis of 31 identified theoretical or logic models of knowledge
implementation, mobilization, exchange, transfer, utilization, and usage (Graham
and Tetroe 2007). Although their model acknowledges that knowledge producers
can tailor activities to potential users’ needs at any phase, the KTA model as origi-
nally presented seemed to describe the activities of knowledge creation and
knowledge translation as structurally distinct: beginning with the creation and
refinement of new knowledge, followed by a cyclical process of needs assessment,
knowledge adaptation, implementation, evaluation, and sustaining (Graham and
Tetroe 2007).

Integrated KT reconceptualizes KT from a corollary of knowledge production to
a fundamental part of it (Bowen and Graham 2013; Salsberg et al. 2014; Salsberg
and Macaulay 2013) and embraces the Canadian Health Services Research
Foundation (CHSRF)’s definition of knowledge exchange:

...collaborative problem-solving between researchers and decision makers that happens
through linkages and exchange. Effective knowledge exchange involves interactions
between decision makers and researchers and results in mutual learning through the process
of planning, producing, disseminating and applying existing or new research in decision-
making. (Graham et al. 2006)

Integrated KT is hence a dynamic, multidirectional process (Ward et al. 2009)
where researchers and appropriate knowledge users are meaningfully and equitably
involved in all appropriate stages of the research: from identification of the need,
through interpretation of results, to dissemination and application of the findings
(Parry et al. 2009; Salsberg et al. 2014). It is precisely the participation of all stake-
holders at all appropriate stages that ultimately allows KT to address any epistemo-
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logical and contextual divides as they arise; integrated KT ultimately ensures that
the co-created knowledge is applicable to the knowledge users in the community
and population settings.

In his review of CIHR’s KT programs, McLean et al. (2013) note: “researchers
and [knowledge users] describe building meaningful collaboration as key to research
project success and impact, however, the term ‘meaningful’ is quite nuanced and
contextually-bound” (McLean et al. 2013). In describing the dimensions of mean-
ingful engagement, he concludes that:

* Meaningful partnerships are characterized by mutual learning, mutual respect,
mutually agreed upon roles and responsibilities, mutual recognition of efforts,
and mutual exchange of information.

e Mutual does not necessarily denote that partners give and receive equally but that
all parties play a role in negotiating roles and expectations.

» Researchers and knowledge users have different understandings of the roles and
responsibilities required of each team member in order to make collaboration
meaningful.

* Meaningful partnerships are negotiated based on many factors including, but not
limited to, resources, external commitments, technical skills, and epistemology
(McLean et al. 2013).

Knowledge Translation and Evidence-Based Practice

Historically, there exists a link between the emergence of KT as a field and the
growth of evidence-based practice. Evidence-based practice (EBP) first emerged in
the early 1990s (Sackett et al. 1996; Sackett 2000) in response to a need for health
intervention and practice based on clearer and more rigorous scientific “evidence.”
Over the ensuing years, EBP has become the predominant paradigm for training
health professionals and for designing and delivering public health policy initia-
tives. The EBP process proceeds along the following steps (as summarized by
Kohatsu et al. 2004): (1) state the scientific question of interest; (2) identify the
relevant evidence; (3) determine what evidence is relevant to answering the scien-
tific question of interest; (4) determine the best course of action considering the
patient or population; and (5) evaluate process and outcome. It is at stage four,
determining the best course of action, that the effectiveness of EBP as a guide to
action tends to break down, as we will demonstrate below.

Many criticisms of EBP have been put forward. Kohatsu et al. (2004) summa-
rize the issues of EBP through its de-emphasis of patients’ [or community’s] val-
ues, perspectives, and choices, its failure to account for individual social and
biological variation, its de-emphasis of clinicians’ insights, and the lack of a model
to inform how these all could be combined to choose the optimal course of action.
In essence, EBP falls short due to its relative failure to address both context and
differing constructions of evidence (i.e., epistemologies). One facet of EBP’s fail-
ure in addressing context is that “rigorous” scientific evidence is subject to the
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limitations of publication bias: where negative results do not get published or even
submitted as frequently as positive results. However, negative results are certainly
of interest because:

they often tell the practitioner about the intervention’s misfit with populations or conditions
other than those in which the original research leading to guidelines was conducted. (Green
et al. 2009)

Thus, excluding negative results fails practitioners because:

The literature on which the [evidence-based] guidelines are based constitutes an unrepre-
sentative sample of the varied circumstances and populations in which the interventions
might be usable or unusable. (Green et al. 2009)

Furthermore, there is a fundamental contradiction between the basis for EBP and
the way it is acted upon. Clinicians operate in a world that is epistemologically
distinct from that in which the knowledge they must act on was produced. Evidence-
based clinical practice guidelines (CPGs) are (at their “highest level of rigor”)
derived from a synthesis of controlled, decontextualized experimentation. Whereas
clinicians generally rely heavily on experiential evidence accumulated over the
course of their practice, novice clinicians such as medical residents are much more
likely to adhere closely to CPGs than senior clinicians, who rely more on the con-
text before them when deciding on a course of action (Greenhalgh 2012). This is
doubly confounded by the fact that multiple, often conflicting, CPGs can exist for
any single given issue. For this reason, we witness a tendency for clinicians to dis-
regard CPGs and instead fall back on experience when faced with complex deci-
sions for action (Greenhalgh 2012).

Green (2008), Greenhalgh (Greenhalgh et al. 2004), and others have proposed
that the solution to these problems is not to dilute the rigors of scientific evidence
but rather to recontextualize the impetus for the creation of action-oriented knowl-
edge in the first place. As Green (2008) succinctly puts it: “if it is an evidence-based
practice, where’s the practice-based evidence?”” Both Green and Greenhalgh call for
knowledge that is co-created with the full participation of those who must ulti-
mately apply it (i.e., integrated KT with end users); they call for the creation of
knowledge that is necessarily imbued with the contextual imperatives to render
knowledge useful to the setting in which it needs to be applied. In other words, they
are recommending participatory health research. Furthermore, knowledge creation
should focus on process (i.e., why the intervention is appropriate for the context,
rather than is it effective), be ecological (i.e., explore the relationship between the
intervention and the context in which it took place), and be theory-driven (i.e.,
based on a theoretical understanding of the mechanism for action or change)
(Greenhalgh et al. 2004).

Knowledge Translation and Public Health

In the preceding sections, we have discussed the overall issues at stake in KT
when translating knowledge to action, especially when applied to the complex
public health sphere. Furthermore, KT in public health is taking place within a
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broader set of stakeholders; at any given point in the translation process, any or
all of these stakeholders’ interests may conflict, leading to a breakdown of imple-
mentation. Moreover, stakeholder groups (e.g., all policy-makers or all commu-
nity members) are certainly not monolithic and can experience dissent from
within. It is also worthwhile to note that stakeholders in public health policy
often come with political, bureaucratic, or social agendas that may compete with
strict health-related goals. As such, the formulation of evidence-based public
health policy and programing by policy-makers and practitioners comes up
against several particular barriers. These include an absence of personal contact
between researchers, policy-makers, and practitioners; lack of timeliness of
research; mutual mistrust between stakeholders; power and budget struggles
within or between agencies; poor quality of research, from an evidence-based
perspective; political instability; and a debate over what constitutes evidence
(Armstrong et al. 2006). Furthermore, the timing of policy planning and budget-
ary cycles is such that it is often impossible to act on new significant evidence
once policy-makers have already begun implementing a program. Thus, action on
the new knowledge is often delayed for years or even relegated to obscurity
(Parry et al. 2009).

Public health interventions are by nature complex; hence evidence for their
efficacy or effectiveness is notoriously difficult to come by (Pawson 2006). The
link between cause, effect, and solution is practically impossible to establish for
these complex interventions. Public health interventions must also serve a large
heterogeneous population whose health is constrained by myriad upstream
social and environmental determinants. However, as stated above (Green 2008;
Greenhalgh et al. 2004), an integrated KT approach helps address all of these
issues by ensuring that those whose health is being benefitted are implicated in
identifying the need, designing the means of filling it, applying the results, help-
ing to decide whether it was successful, and sustaining the effort (Salsberg et al.
2014; Parry et al. 2009). Most importantly for public health, the participatory
nature of integrated KT directly addresses the social determinants of health by
building community capacity in terms of human, social, and environmental cap-
ital, addressing both community and organizational readiness, and fostering a
sense of community ownership and empowerment that leads to the sustainabil-
ity of both programs and health outcomes (Jagosh et al. 2012; Labonte 1986;
Salsberg et al. 2017b).

Future Directions of Participatory Health Research for Policy
and Practice

Research on the process and outcomes of PHR is still growing. With each new study,
we learn a bit more about what works, for whom, and in what contexts. This contex-
tual condition of PHR in itself points to the difficulty in locating an overarching frame-
work for PHR. In any event, after more than a decade and a half of evidence-based
practice, the tides seem to be shifting once more toward less linear, more contextual-
ized approaches to practice change. While public health intervention research is still
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firmly rooted in evidence-based models, the broad shift in clinical care to reemphasize
the primary care setting, patient-oriented or managed care, and the “medical home”
has resituated evidence-based practice as evidence-informed practice (Davies et al.
2000). This much more nuanced approach explicitly places equal if not greater weight
on external validity, the clinical experience, and the individual needs of patients, their
lived lives, and their families. In public health, this can be reflected in Kohatsu et al.’s
(2004) definition of EBPH as “the process of integrating science-based interventions
with community preferences to improve the health of populations.” In general, a con-
tinued emphasis on PHR as the preferred means of co-creating action-oriented knowl-
edge in both the clinical and population spheres will assure that contextual and
epistemological factors are always at the core of knowledge translation — thus improv-
ing relevance, uptake, and sustainability of knowledge use.

Key Limitations and Knowledge Gaps

The gaps and limitations in our understanding of the process and outcomes of par-
ticipatory health research fall mainly into two categories. Firstly, does, and if so then
how does taking a PHR approach lead to better research outcomes than taking a
conventional, research-led approach? Relatedly, what do we mean by better
(Macaulay et al. 2011; Glasgow et al. 1999; Jagosh et al. 2011)? Secondly, what is
the evidence supporting the various aspects or stages to a PHR conceptual model?
Several PHR conceptual models have been suggested, most recent and notable being
those proposed by Cargo and Mercer (2008) and by Wallerstein and colleagues
(Cacari-Stone et al. 2014; Sanchez et al. 2011; Oetzel et al. 2014). Wallerstein’s
team is currently undertaking a program of research to delve into the stages of their
conceptual model. In the knowledge translation world, Graham and colleagues are
similarly engaged in a program of study to investigate the processes and impacts of
stakeholder involvement in improving both research and health system outcomes
(Kothari et al. 2017; Gagliardi et al. 2017). The results of both of these programs
will significantly further our understanding of participatory processes. In addition, a
new line of inquiry using social network analysis is attempting to demonstrate how
PHR processes shift ownership and self-determination over knowledge production
from academic to community stakeholders (Salsberg et al. 2017a, b).

Conclusion

Participatory health research has come to be recognized as an approach that enhances
the quality of the research process and its outcomes, including the relevance and
uptake of its products (Jagosh et al. 2012; Macaulay et al. 1999). At the same time,
PHR builds community capacity and self-determination while addressing issues of
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equity and social and environmental justice (Cargo and Mercer 2008; Israel et al.
1998). Gaps remain, however, in our understanding of these strategies, processes,
and mechanisms to support these benefits. Bridging these knowledge gaps will ben-
efit all research aimed at empowering community members and organizations,
patients, caregivers, service providers, and other decision-makers and end users in
creating the knowledge they need for action on wellness, empowerment, and sus-
tained change.
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Participatory Health Research: International Context

With a long and diversified history, participatory health research (PHR) is used
across multiple disciplines and countries, each one developing its own vision of
research practices. While most PHR guidelines tend to have a procedural focus,
often only addressing PHR core values and principles, other guidelines focus on
developing a memorandum of understanding, in which values and principles are
locally unveiled and act as a local standard to guide research (Ledwith and Springett
2010). The International Collaboration for Participatory Health Research (2013a) is
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in line with the latter, as well as the Portuguese researchers who report their experi-
ences here.

In 2009, the ICPHR started to build an international consensus on PHR princi-
ples, and its first position paper was to recognize PHR as a research approach, rather
than a technique or research method. Many researchers argue that PHR accepts
eclectic methodologies and as a result are reluctant to impose rigid standards on a
still-emerging complex, context-bound process that depends on a particular set of
relationships. In 2013, the ICPHR developed a set of PHR ethical and practice prin-
ciples ICPHR 2013a, b), from the consensus of international researchers (the so-
called champions in this specific field). Several researchers from various countries
were contacted with the purpose of compiling the multiple definitions of PHR and
building the 11 core characteristics presented in the first ICPHR Position Paper
(ICPHR 2013a) reported in Chap. 1 which include: PHR is participatory (research
is not done on people but with them); PHR is locally situated; PHR is a collective
research process; PHR projects are collectively owned; PHR aims for transforma-
tion through human agency; PHR promotes critical reflexivity; PHR produces
knowledge that is local, collective, co-created, dialogical, and diverse (it incorpo-
rates multiple perspectives and types of knowledge); PHR strives for a broad impact;
PHR produces local evidence based on a broad understanding of generalizability;
PHR follows specific validity criteria; and, finally, PHR is a dialectical process
characterized by messiness (confusion and difficulties).

The validity of the PHR approach stems from the authentic participation of non-
expert actors in the project, as well as from the project’s potential to create and
support conditions for action. The participatory research methods chosen depend on
the research focus and type of data required, which often means a deviation from the
methodological standards of nonparticipatory health research. According to the
ICPHR (2013a, pp. 20), validity in PHR is conceptualized as:

e Participatory validity: The extent to which all stakeholders are able to take an
active part in the research process to the full extent possible

o [Intersubjective validity: The extent to which the research is viewed as being
credible and meaningful by the stakeholders from a variety of perspectives

e Contextual validity: The extent to which the research relates to the local
situation

M. do Céu Barbieri-Figueiredo
Nursing School of Porto & CINTESIS-UP, Porto, Portugal
e-mail: ceu@esenf.pt

M. da Conceicao Martins Silva
Institute of Health Sciences, University of Angola, Luanda, Angola

V. Correa
UNIRIO-Rio de Janeiro State University, Rio de Janeiro, Brazil
e-mail: vanessa.correa@unirio.br


mailto:ceu@esenf.pt
mailto:vanessa.correa@unirio.br

14 Participatory Health Research International Experience from Four... 221

* Catalytic validity: The extent to which the research is useful in presenting new
possibilities for social action

* Ethical validity: The extent to which the research outcomes and the changes
exerted on people by the research are sound and just

* Empathic validity: The extent to which the research has increased empathy
among the participants

The knowledge and action strategies generated by PHR result from a collective
research process that is characterized by a dialogue among participants with differ-
ent perspectives on the research subject. This dialogue does not necessarily result in
a consensual view; it can reveal and promote different points of view, which result
in different ways of addressing a health issue. Therefore, knowledge is a dialogical
co-creation that incorporates multiple perspectives, which, from a conventional
point of view, would seem extremely complex and difficult to describe.

Searching for PHR Projects in Portuguese-Speaking Countries

Thinking about participatory health research in Portuguese implies diversity and
specifically cultural diversity. While participatory research builds on co-created
knowledge by doing research with people not on them, it becomes challenging to
reflect on the singularities of this approach among Portuguese-speaking projects.

Portuguese-speaking countries have significant global reach: there are nine states
spread across four continents (Europe, America, Africa, and Asia, but mostly in the
southern hemisphere), about 7.2% of the planet’s land; there are more than 280 mil-
lion Portuguese speakers in the world, the fifth most spoken language in the world,
the third most spoken in the Western Hemisphere, and the first most spoken in the
Southern Hemisphere (CPLP 2017). In addition to its economic importance
(Oliveira 2013), the greatness of this language is revealed in its diplomatic potential,
since the Portuguese is a language with official status or special status in 26 interna-
tional organizations, among them in 5 of the 17 regional economic blocs that exist
today in the world, including the European Union and Mercosur countries. Contrary
to Spanish-speaking or German-speaking countries, there are no Portuguese-
speaking countries that share borders with another country of the same language.
Therefore, instead of leading to linguistic insulation, what has resulted is a diverse
cross-cultural country amalgam (Oliveira 2013).

As most of the Portuguese-speaking countries were colonized, they are multicul-
tural. Starting from an analogy between imperialism as a “center’” and colonialism
as a “periphery,” Boaventura de Souza-Santos (2007) discusses the marginal place
for epistemologies produced outside “the center,” where such knowledge is not con-
sidered relevant or understandable because it is external to “the center’” and consid-
ered as the “other” (Souza-Santos 2007). This monopoly of truth that is held at “the
center” gives validity to knowledge while disqualifying others at the “periphery”
and determines who produces this knowledge. However, this same process of colo-
nization was also the engine of a necessary insurgence leading to the creation of
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new participatory epistemologies. This has been the case with participatory research
in Latin America: first, the Brazilian educator Paulo Freire was one of the pioneers
of working with communities in a participatory perspective, and he was committed
to supporting communities in leading the construction of a pedagogy against oppres-
sion and exploitation; and second, Orlando Fals Borda, a Colombian, also denounced
social inequality and claimed popular power through what he had called participa-
tory action research. Both have had an important influence on PHR as pioneers in
the heart of social change.

Since 2009, the co-authors on this chapter became members of the ICPHR (2009)
and noticed an underrepresentation of PHR studies conducted in Portuguese. As a
result of the underrepresentation of PHR studies conducted in Portuguese-speaking
countries within the ICPHR, in 2013, Martins and Brito (2013) conducted a litera-
ture review to identify Portuguese studies that used a PHR approach. In total, 1704
studies were identified through several databases including Biblioteca do
Conhecimento Online (B-ON), Repositdrio Cientifico de Acesso Aberto de Portugal
(RCAAP), Scientific Electronic Library Online (SciELO), and Virtual Health
Library (VHL) using the following keywords: assessoria popular (popular directive
counseling); circulos de cultura (culture circles); estudos de intervengdo (interven-
tion studies); intervencdo comunitdria (community intervention); investigacdo
agdo, investigagdo-acgdo, investigacdo ac¢do, pesquisa ag¢do, pesquisa acgdo,
pesquisa-agdo, pesquisa-acgdo (action research — Brazilian and Portuguese words);
investigagdo participativa; pesquisa participativa (participatory research); melho-
ria continua (continuous improvement); pesquisa colaborativa (collaborative
research); and pesquisa participativa baseada na comunidade (community-based
participatory research). A total of 177 primary full-text studies (scientific articles or
academic papers), written in Portuguese and published between 1990 and 2012,
were selected. Brito and Martins (2013) used the four categories of participation
defined by Cornwall and Jewkes (1995) to assess participation: contractual, consul-
tative, collaborative, or collegiate. Of the 177 papers included, 81 studies used a
participatory research approach, 49 were considered to be collaborative (e.g.,
researchers and local people worked together on designing, initiating, and manag-
ing projects by researchers), and 32 were labeled as collegiate (e.g., researchers and
local people worked together as colleagues, combining their different skills in a
process of mutual learning).

Martins and Brito (2013) concluded that, although researchers in Portuguese-
speaking countries were engaging with participatory health research, several so-
called PHR studies had participation levels that were more tokenistic (e.g., where
people are contracted into the projects of researchers and people act as informants
or doers), thus departing from fundamental principles and philosophical assump-
tions, motivations, expectations, and practices that characterize PHR. This is prob-
lematic, as other authors have emphasized that when research does not comply with
ethical principles, participatory research can cause distrust and distress for the com-
munity and those involved (ICPHR 2013b).

Based on these findings from the literature review conducted by Martins and
Brito (2013), the Portuguese-speaking members of ICPHR (many who are
co-authors on this paper) proposed that Pesquisa-acdo Participativa em Saiide
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(PaPS) (participatory action research in health) should be used instead of Pesquisa
Participativa em Saiide (participatory health research). The new expression would
highlight the role of action and participation in research to denote PHR, which goes
beyond a merely contractual or consultative contribution found in 54.2% of the 177
studies that were denominated Pesquisa Participativa (participatory research) in the
previous review (Martins and Brito 2013).

PHR Case Studies in Portuguese-Speaking Countries

After this initial review by Martins and Brito (2013), Portuguese-speaking members
of the ICPHR had a goal to work to improve the quality of PHR in Portuguese-
speaking countries. Co-authors on this chapter started to disseminate the PHR
approach through workshops and strived to improve its use in academia. Four years
after their integration into the ICPHR network, the co-authors decided to reflect on
the question of how PHR is emerging in Portuguese-speaking countries. They
started to reflect on case studies to address previous challenges and planned to con-
duct a synthesis of case studies (Popay et al. 2010; Cruzes et al. 2015) conducted by
Portuguese-speaking researchers from Angola, Brazil, Cape Verde, and Portugal
(Portuguese-speaking countries were PHR was already ongoing).

Selection Process and Criteria

The selection criteria of case studies were participative research in the field of
health, native Portuguese-speaking researchers, research developed in their coun-
tries of origin, and projects created or further developed during the two editions of
the international course on participatory health research led by Brito and Mendes
(2015) in Coimbra, Portugal. Researcher coordinators were invited to reflect on
PHR principles and give examples of PHR best practices that had already been
published (as peer-reviewed papers, oral/poster presentations, reports). Although
researchers from diverse disciplinary areas had attended the course led by Brito and
Mendes (2015), only nurse-led projects were more fully developed. This may be
due to the fact that the majority of ICPHR Portuguese members come from a nurs-
ing background and have created a strong network that had helped to facilitate fur-
ther research projects and action.

Analysis and Frameworks Used

PHR coordinators were asked to contribute a research narrative and then used a
specific template (Appendix 1) to synthesize the PHR projects. Narratives are
important for personal and social change and can be understood by examining
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specific aspects of projects and sharing stories of struggles, dreams, and expecta-
tions, thereby leading to changes in research practice. According to Cruzes et al.
(2015), the synthesis of case studies must take into account the flexible nature of the
cases, the mixed qualitative and quantitative characteristic of the data, and the type
of cases being studied. The flexibility in the choice of methods for performing a
case study is one of the characteristics that lead to challenges in conducting the
synthesis of case studies. Despite any potential bias, a narrative-based strategy
allowed the research team to gather more information beyond the analysis of exist-
ing scientific publications.

Evidence from each PHR project was summarized (narrative) and then coded
under broad thematic headings (i.e., based on the presence/absence of variables and
outcomes in each PHR study). Units of analysis and categories were developed
according to ICPHR principles (2013a) and split in three subcategories: objective,
relevance, and context of the research, target group and participation type, and data
collection/analysis methods and dissemination. Next, the data was summarized
within themes across studies with a brief citation of primary evidence. Commonalities
and differences between the studies were noted. Finally, the co-authors on this chap-
ter did a cross-case analysis of the findings, which contributed to providing different
views of each PHR case synthesis.

Findings and Discussion

In total, nine PHR projects developed in Portuguese-speaking countries (Appendix
2) were compared based on the ICPHR categories (2013a) summarized in Table 14.1.
Research coordinators classified data according to defined parameters and pre-
established concepts (Bardin 2006); therefore, data were analyzed using an a priori
thematic analysis process. Researchers categorized their project’s activities based
on a concordance or discordance analysis against each PHR principle, filling the
template in Appendix 1. Next, the researchers identified key aspects regarding how
the project could be improved and, last, synthesized the project’s impact on the cor-
responding context. Each project had different levels of complexity; hence, the
analysis focused on the project’s research process and adequacy to PHR principles
and values. Findings, discussed in the following section, are presented by compar-
ing the following aspects: research design and validity, participation, impact of
research, and dissemination.

These nine nurse-led projects developed in Angola (A1), Brazil (B2, B3, B4, and
B5), Cape Verde (C6), and Portugal (P7, P8, and P9) all used a PHR approach (i.e.,
ethical actions, participatory techniques of data production, and reproducibility of
scientific knowledge) to address relevant problems in their target community,
namely, improving the health status of groups or communities. All nine projects
were community health-oriented practices, which take into account the practical
knowledge and the need for health professionals to incorporate different perspec-
tives and lay knowledge (Acioli 2006).
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Table 14.1 Units of content analysis and thematic categories

Content analysis units Thematic categories
A. Research design Al. Objective, relevance, and context of the research
(ICPHR 2013a) A2. Target group

A3. Methods and techniques of data collection

A4. Outcome

AS. Types of validity (AS5.1, participatory, A5.2, intersubjective,
A5.3 contextual, AS5.4, catalytic, AS.5, ethics, A5.6, empathic)
B. Participation (Cornwall | B1. Contractual. People are contracted into the projects of

and Jewkes 1995: 1669) | researchers to take part in their enquiries or experiments

B2. Consultative. People are asked for their opinions and consulted
by researchers before interventions are made

B3. Collaborative. Researchers and local people work together on
projects designed, initiated, and managed by researchers

B4. Collegiate. Researchers and local people work together as
colleagues with different skills to offer, in a process of mutual
learning where local people have control over the process

C. Impact of research Cl1. Increased knowledge and performance

(ICPHR 2013a) C2. Establishment of partnerships with other community members
C3. Positive contributions to the community

C4. Financial contribution

C5. Increased demand for services that are difficult to deliver

About Research Design and Validity

The objectives of the analyzed research projects were relevant to the target com-
munity and related to health status improvement: addressing health problems,
namely, adolescent pregnancy (B2) and fishermen wounds (B5); reducing youth
violence (C6); identifying problems in nightlife settings and creating public safety
policies (P9); improving adherence to health programs, namely, cancer screening
(A1); chronic disease management (B3 and P7); creating health promotion settings
(P8); and improving best practices in health services (B4). In all projects, the
researchers engaged the target subjects/groups using participatory practices aimed
at greater empowerment and autonomy. The research questions were formulated
based on the local context where the research outcomes would be later applied.
The projects were developed in community-based settings (A1, B2, BS, C6, P8,
P9), outside the hospital environment (B3), or in health-care centers (B4, P7). The
participants/groups (e.g., young people, female market vendors, fishermen, stu-
dents, “partygoers,” people living with chronic diseases, vulnerable communities,
and health professionals) were involved in the research projects using a variety of
different methods, including culture circles, peer education, popular education,
mapping, interviews, focus groups, world café, participatory observations, interac-
tive games, and talk circles. In view of the above, PHR data collection tools should
be applied in different settings, thus allowing for the production of collective
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knowledge among people who have different perspectives but common objectives
(Loewenson et al. 2014).

The outcomes reported by these PHR projects were extremely relevant, such as
improved health literacy and management of health and disease. All case studies
incorporated the knowledge co-created by all participants into practice, (see case
example B3: people living with chronic illness who changed their lifestyle by
engaging family and friends).

Despite similarities between the case examples, there were significant differ-
ences between the projects due to the different settings where they took place. For
example, both case studies B3 (Brazil) and P7 (Portugal) aimed to empower people
living with chronic diseases, but the different cultures and health services/structures
of each country led to the development of distinct PHR projects. For example, in
Brazil most of the group activities took place in the hospital, while in Portugal most
took place in health-care centers. However, these two projects had a very similar
impact: greater levels of engagement, satisfaction, and well-being among partici-
pants and the co-creation of useful knowledge. We found that all nine projects
included in the synthesis confirmed previously identified international criteria that
the PHR process is characterized by the dialogue among participants with different
perspectives on the topic under study, which can result in different ways of address-
ing the issue. For example, the project PEER-IESS (P8) aimed to engage higher
education institutions with the goal of promoting healthy settings through participa-
tory action research based on different student community groups, which led to
different outcomes (i.e., health promotion projects) due to the different organiza-
tions involved. In another example, four of the nine PHR projects (A1, B2, B3, BS)
started with a conventional approach to involve people and communities and then
moved from conventional professional nursing guidelines to a completely different
research design such as peer education and popular education processes. In these
projects, knowledge was co-created dialogically and incorporated multiple perspec-
tives, revealing the micro-politics of everyday life, allowing new connections
between theory and practice, and laying the groundwork for change at the individ-
ual, family, community, and organizational levels. For example, the project to pre-
vent cervical cancer in Angola (A1) aimed to increase knowledge and compliance
for the purpose of preventing cervical cancer among women market vendors (mostly
illiterate), in an innovative way using peer educators. A similar strategy was used
with the project “Environmental impact, work and health of Guanabara Bay fish-
ers - RJ, Brazil: Peer Education as a prevention strategy.”

With regard to validity, not all narratives included in the multi-case study synthe-
sis complied with these criteria. The PHR projects analyzed used both qualitative
and quantitative methods depending on the type of data required. Some studies
deviated from the methodological standards of traditional research, namely, by
using a quantitative approach with non-randomized samples (A1, B2, P8, P9) and
focus groups in which participants summarized their views on wall murals (B3, BS5,
P7). This deviation may have been due to the fact that project coordinators experi-
enced difficulties in publishing scientific articles and had to adapt the report of PHR
study to journals’ criteria.



14 Participatory Health Research International Experience from Four... 227

Overall, we found that the nine projects reported on the five PHR validity criteria
(ICPHR 2013a): participatory, intersubjective, contextual, ethical, and empathic
validity. However, despite the social relevance of the research, seven projects
showed no evidence of catalytic validity, probably due to the fact these studies were
mostly academic projects (collaborative), which may have hindered proposing new
intervention possibilities. In our synthesis, we found that almost all studies were
developed by academic research teams, in which the researchers’ main role was to
facilitate a shared decision-making process after data collection and analysis.
However, even in the project “Before You get Burned: health and safety in nightlife
settings” (P9), which was first initiated in 2007 (Brito 2009), student mobilization
has not yet translated into public policies like providing outreach service in every
university city during academic festivities. Co-author Brito found that the nightlife
industry (alcohol and drug selling, festivals, and local accommodation) is hardly
influenced by collective empowerment movements of students to improve health
and safety. The other studies included in the case study analysis also faced con-
straints, namely, the ownership of studies, which seemed to hamper the catalytic
process (B4, B5); financial constraints, which prevented replication in other settings
(A1, C6); neoliberalism, which is hardly influenced by collective empowerment
movements (P8, P9); and health-care routines, which are a barrier to innovation
(B3, P7). ICPHR networking is one way to help PHR projects overcome some of
these constraints and catalytic challenges.

Another important aspect that was found in this case analysis was that scientific
publications do not always reflect collaborative work. An example of this is that
while all projects had related papers, such as Miranda, N., et al. (2016), Silva et al.
(2016) and Alves et al. (2017), these papers did not reflect all the work developed.
One reason for this being that popular scientific journals use a conventional meth-
odology that is not suitable for conducting research studies with people and com-
munities. Cartography could be an innovative alternative to conventional knowledge
creation methods (Passos et al. 2010); however, journal publishers have some ways
to go to better reflect the work of PHR researchers.

About Participation

The purpose of PHR is to maximize the participation of the target individuals/
groups at all stages of the research process, including in the formulation of the
research question and objectives, the development of the research design, the selec-
tion of data collection and analysis methods, the implementation of the research,
and the interpretation and dissemination of the results (ICPHR 2013a). All nine
projects showed evidence of the four different modes of participation, as defined by
Cornwall and Jewkes (1995:1669):

Contractual: People are contracted into the projects of researchers to take part in their
enquiries or experiments; Consultative: People are asked for their opinions and consulted
by researchers before interventions are made; Collaborative: Researchers and local people
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work together on projects designed, initiated and managed by researchers; Collegiate:
Researchers and local people work together as colleagues with different skills to offer; in a
process of mutual learning where local people have control over the process.

During the research process, almost all projects (except for P7 and P9) showed an
evolution from “contractual” to “collaborative” participation. In these PHR proj-
ects, participants were initially selected for the project to act as “informants.”
However, as the project evolved, they were invited to give their opinion before the
interventions were designed, thus acting as “consultants.” When interventions
began, researchers and non-experts worked together in the activities, as part of a
collaborative process. However, one of the most significant gaps identified in the
case study analysis was that there is lack of participant involvement in data report-
ing or project dissemination, which may be explained by conventional academic
values. Both PEER-IESS (P8) and Before You get Burned (P9) are examples of
“collegiate” participation in that both studies engaged the target students in the
research (peer educational and peer research). This higher level of participation may
be due to the fact that higher education students are seen as academic researchers
and not lay people.

The nine PHR projects in this synthesis demonstrated citizen mobilization, by
engaging people whose problem or condition was the focus of the PHR study, mem-
bers of civil society (through non-governmental organizations), health and social
welfare professionals, health organizations, academic researchers, and policymak-
ers. However, not all projects were explicit that the collective process allowed par-
ticipants to become co-owners of the project by gaining control over the research,
which limits the evidence base linking participation and impact in PHR. There is
also limited evidence on decision-making processes regarding the best way to report
research findings and achieve collective goals. Further, scientific publications often
do not reveal the actual research process (i.e., they miss out on reporting much of
the collaborative process) and do not refer to all researchers as co-authors.

PHR projects have the potential for collegiate participation due to their nature
and focus and because they are developed with community partners. Both research-
ers and citizens work together as colleagues (peer researchers), combining their
different skills within a mutual learning process. The academy can develop relevant
PHR projects if it is accepted and/or adopted in formal health education.

About Impact of Research and Dissemination

The impact of PHR in each context should also be highlighted. According to Cook
et al. (2017), the impact in all forms of research has become an important focus
with many funding bodies demanding that researchers define what kind of evi-
dence will be proffered to demonstrate that impact. This has raised questions for
researchers about what form that impact takes and how it is recognized and by
whom. The case study analysis discussions in this project revealed not only that
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researchers had difficulties in clarifying the participatory dimension of their
research but also that while authors were able to discuss the particular impact of
their work, the evidence of that impact was often absent from their published
papers or scientific presentations. The researchers of the nine PHR projects
included in this study were asked to reflect on the following aspects in their proj-
ects: increased knowledge and performance, establishment of partnerships with
other community members, positive contributions to the community, financial con-
tribution, and increased demand for services that are difficult to deliver. All PHR
participants reported co-creation and increased knowledge, such as new ways of
dealing with daily life or illness incidents and peer practices. Only five projects had
their research reported in the media (B2, C6, P7, P8, P9), and five projects had a
financial budget (B2, B3, B4, B5, C6).

In terms of positive contributions to the community, all projects in the case anal-
ysis can be included in the following categories, as defined by WHO (2015) as good
practices in nursing and midwifery toward Health 2020 goals: promotion of healthy
lifestyles and life changes among school-aged children (B2) and college students
(P8, P9); counseling to young people and their families (C6); support and early care
based on an integrated multiagency service model (A1, B3, P7); creation of support
groups to promote healthy lifestyles and decision-making (B5, P8); and contribu-
tion to an empowered and health literate population (B5) and community-engaged
health workforce (B4). In fact, the World Health Organization (2015a) considered
that two of the projects (P8 and P9) represented best practices for creating resilient
communities and supportive environments. Several PHR narratives included in the
analysis focused on positive contributions, such as the involvement of people helped
to improve health literacy and prevent harmful behavior (Smith et al. 2013; Brito
2014), using peer education with young people as a way of mobilizing communities
and creating healthy settings (Shannon et al. 2016), and the engagement of families
for the promotion of home care by strengthening knowledge and developing family
members and caregivers’ skills (WHO 2015).

Examples of other impacts include projects receiving financial contributions
from partners and stakeholders (A1, B2, P9); increased demand for services that are
difficult to provide, namely, cervical cancer screening (A1); support for people liv-
ing with chronic illness (B3, B5, P7); risk reduction in recreational settings (P9);
health promotion in school settings (B2, P8); and excellence in care (B4). For being
a research approach that is based on people’s daily lives and work, PHR produces
positive social changes and promotes citizens’ mobilization, making them more
capable of acting upon the co-created knowledge. Through critical reflexivity,
participants can recognize their current situation and the sociopolitical causes of
health and disease processes. This aspect is particularly relevant concerning the
dynamics related to social exclusion and the search for community health solutions.
Based on the PHR case study analysis, we found that interventions that produced
social changes are both part of the process and research subject: African women,
fishermen, and students reflect about their own vulnerability and fight for adequate
health services; people living with chronic diseases become engaged beyond attend-
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ing scheduled meetings; and health professionals integrate lay knowledge into their
clinical practice and disseminate the project.

PHR projects show that learning, research, and action are not separate entities, as
advocated by traditional research, and the use of mixed methods helps to strengthen
the process for individual and social change (Loewenson et al. 2014). Social learn-
ing is a key dimension of PHR, whose dynamics is rooted in the continuous cycle of
“looking, reflecting, acting.” People who are engaged in transformative learning
change their perceptions about themselves and the world through interactive pro-
cesses that influence both the personal and the collective domains. In many of these
projects (Al, B2, B3, B4, P7, P8, P9), the collective efforts are never completed, to
the extent that the group seeks to act based on the research findings and have a wider
impact, which goes beyond the production of scientific knowledge.

The primacy of the local context in PHR studies has implications for the gener-
alization of the results. Researchers want to replicate interventions and disseminate
the context-centered, co-created knowledge, which requires the processes and
methods to be considered. For example, the same study was replicated in two PHR
projects which were conducted in different contexts: Brazil (B3) and Portugal (P7).
The outcomes were two completely different interventions, both focused on the
person living with chronic illness. In addition, P9 attempted to replicate the same
project in several Portuguese universities, but all interventions were distinct due to
different cultural aspects and contexts.

In PHR, it is not possible to generate representational knowledge which can be
used to develop standardized interventions aimed at similar local settings. However,
the diversity of the responses obtained when replicating similar interventions
enriches the knowledge produced, as shown by the research network created by
Portuguese-speaking researchers.

How PHR Is Emerging in Portuguese-Speaking Countries

The nine PHR projects developed in Portuguese-speaking countries resulted in sig-
nificant outcomes for participants, namely, increased health literacy and autonomy
in the management of health/disease transition, improved understanding of illness
processes, and increased potential for sociocultural changes. The research settings
where the PHR project took place were predominantly community-based (primary
health-care centers) and go beyond institutional health-care settings. Different
methods were used (culture circles, peer education, popular education, mapping,
interviews, focus groups, world café, participatory observation, interactive games,
talk circles) to engage different types of project members (young people, female
vendors in an African market, fishermen, students, people living with chronic dis-
eases, vulnerable communities, and health professionals). The project researchers
aimed to develop participatory practices with the purpose of empowering and
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developing the autonomy of the participants and groups involved. The research
questions were directed at the social system which is likely to implement the
changes as a result of the research process. In all projects, knowledge was co-cre-
ated by all participants; however it still remains closely linked to the academy, since
projects often depended on research funding and community support services.
Project researchers focused on the primacy of the (local) community context to
obtain practical, relational (process), credible, and valid results. The key aspect of
the PHR projects conducted in Portuguese-speaking countries is that the collabora-
tive process is conducted by a group representing several partners. However, these
projects can hardly benefit from what Cornwall and Jewkes (1995) call the colle-
giate domain of participation due to their relationship with the academy. PHR
allows for a participation that goes beyond the simple interaction, and the created
groups are often defined as a therapeutic setting aimed at meaningful learning.
There is an initial feeling of distrust within the group, then participants are posi-
tively surprised with the research, and finally, they become completely engaged and
predisposed to collaborate. The democratization of knowledge is a key aspect of
PHR, to the extent that scientific and lay knowledge are brought together to form
new knowledge, which in turn will allow reshaping ways of living/dealing with
health problems and social change.

The co-creation of knowledge is based on reflexive and explicit values such as
authenticity, transparency, and transferability. The barrier between scientific and lay
knowledge must be overcome so that proposals can generate organizational or pub-
lic policies, by emphasizing the impact of powerlessness in people’s daily lives and
activities and developing critical awareness among participants. Community health
professionals must develop interventions targeted at specific time and place, giving
priority to the local context and generating local evidence that accumulates over
time in order to strengthen participants’ capacity to take effective action on health
issues. Therefore, this is about promoting collective empowerment (Brito 2014),
which means assuming that the impact goes beyond the production of academic
knowledge. Positive changes translate into the engagement of research participants,
researchers, the community in general, and community organizations. Ultimately, it
means that the academy must invest more in PHR approaches.

In Portuguese-speaking countries, PHR must be developed on the basis that
learning and research are not separate entities. These gaps relate to the power held
by the academy over scientific research and translate into low participation in data
analysis, dissemination of results, and, consequently, research ownership. The con-
solidation of the existing knowledge and the consensus on a common PHR
terminology and principles can strengthen the role of PHR in intervention design
and decision-making on health issues and health education. To this end, guidelines
should be elaborated in Portuguese for conducting and evaluating PHR in
Portuguese-speaking settings. It would also be important to describe the theories
and evidence produced by this approach and define a systematic literature review
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process in the context of PHR in order to contribute to the development of an inter-
national database on PHR knowledge.

According to Fals Borda and Rahman (1991), PHR goes beyond the institutional
boundaries and attempt to actively involve the people in the production of knowl-
edge about their own condition and associated changes. PHR requires social scien-
tists” strong commitment to de-professionalize their expertise and share it with the
people while recognizing that the communities directly involved have the critical
voice in determining the direction and goals of change as subjects rather than objects.

The authors of this chapter stand for this transformation in their own academy by
promoting and supporting an increasing number of PHR projects that have the
potential to support social change through people-/community-centered services
and increased responsiveness/inclusion in health-care systems. The authors also
hope to improve the quality of PHR in Portuguese-speaking countries and continue
to disseminate PHR approaches through workshops, as well as increase Portuguese-
speaking researcher’s integration into the ICPHR network.

Appendix 1. Template to Synthesize PHR Projects

Units of analysis and categories,

according to ICPHR (2013) Al /B2 B3 B4 |B5|C6|P7 P8 | P9
Objective, relevance, | Relevance of the research:
and context of the Academic interest X |x |[x |x |x X
research (professional skills)
Magnitude of the problem X |x |X |x |X |x
Mobilization of groups/ X |x |x X |[x |x
community
Context of the research:
Health/social services X X X X
Community institutions X |x
Community X
Higher education institutions X |x |x |x X |[x |x

Objective of the research:

Improve health literacy and X |x |xX |x |X |x |X X |x
personal/social skills

Improve health indicators X |x |xX |x |xX |x |xX |X
Reduce social determinants of

health problems

Promote healthy contexts X |X |x X

Produce health/social policies X X
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Units of analysis and categories,
according to ICPHR (2013)

Al

B2

B3

B4

B5

C6

P7

P8

P9

Target group and
participation mode

What were the modes of
participation of people whose
life, health/illness, or work is the
focus of the research?

Contractual

Consultative

Collaborative

Collegiate

P | e

P | e

ol R I

How was the community (or
group) contacted:

Researcher

Person appointed by the
group/community

Health/social services

Data collection and
analysis methods and
dissemination

Elaboration of the research
question:

Researchers

People whose life, health/
illness, or work is the focus of
the research

Local structures and partners

Selection of data collection
methods:

Researchers

People whose life, health/
illness, or work is the focus of
the research

Local structures and partners

Data analysis and discussion of
results:

Researchers

People whose life, health/
illness, or work is the focus of
the research

Local structures and partners

Dissemination of results:

Researchers

People whose life, health/
illness, or work is the focus of
the research

Local structures and partners

X
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Appendix 2. Summary of PHR Projects Under Review

Principal Title (in Portuguese and
investigator(s) Authors translation into English) N
Maria da Maria da Conceigdo Martins da Silva, | Cancro do colo do ttero: Al
Conceicdo Irma da Silva Brito, Maria Adriana conhecimento e pratica sobre a
Martins da Silva | Pereira Henriques, Bebiana Calisto prevenc¢do do cancro do colo do
Bernardo, Eurica da Natividade utero de mulheres vendedoras de
Sinclética Graga Neves da Rocha, um mercado do municipio de
Ana Maria Pascoal, Judith Arminda Luanda-Angola
Venancio Candeias Cervical cancer: knowledge and
practices on the prevention of
cervical cancer in women market
vendors in the municipality of
Luanda-Angola
Hayda Alves Hayda Alves, Andréa de Aradjo (Des) embarazo: pesquisa-acao | B2

Viana, Bruno Ferreira Teixeira,
Claudia Pontes Braz, Irma Brito,
Lidia Santos Soares, Michella
Floréncia Camara, Paula Martins
Sirelli, Rafaela Cristina de Andrade
Santos, Thamires Rodrigues da Silva

participante com adolescentes
para prevencdo da gravidez (RO,
RJ, Brasil)

(Des) embarazo: participatory
action research with adolescents
for pregnancy prevention (RO, RJ,
Brazil)

Lina Marcia Lina Berardinelli, Nathdlia Aparecida | Producéao de cuidado B3
Berardinelli Costa Guedes Miranda, Louise participativo com pessoas que
Theresa de Aratjo Abreu, Larissa vivenciam a fibromialgia
Pereira Costa Production of participatory care
with patients with fibromyalgia
Vanessa Corréa | Vanessa Corréa, Sonia Acioli Projetos terapéuticos: uma B4

construg@o coletiva para a pratica
do enfermeiro na estratégia satde
da familia

Therapeutic projects: a collective
construction for nurses’ practice
in the family health strategy

Crystiane Ribas
Ribeiro

Crystiane Ribas Ribeiro, Vera Maria
Sabdia

Impacto ambiental, trabalho e
satude de pescadores da Baia de
Guanabara — RJ, Brasil: A
Educacao pelos Pares como
estratégia de prevengao

Environmental impact, work and
health of Guanabara Bay

fishers — RJ, Brazil: peer
education as a prevention strategy

B5
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Principal Title (in Portuguese and
investigator(s) Authors translation into English) N
Fernando Fernando Mendes, Irma Brito, Bo Ki Ta Disidi. Educagio, apoio | C6
Mendes and Suzana Delgado, Filipa Homem, e aconselhamento para reduzir a
Irma Brito Maria do Rosdrio Mendes, and Cape | violéncia juvenil nas cidades de
Verde Ministry of Youth Cabo Verde
Bo Ki Ta Disidi. Education,
support, and counseling to reduce
youth violence in the cities of
Cape Verde
Donizete Vago | Irma Brito, Donizete Daher, Ana Reconstruindo o viver com P7
Daher and Irma | Pedro Costa, Maria de Fatima Cravo, | diabetes
Brito Ana Filipa Cardoso, Anténio Rebuilding life with diabetes
Fernandes, Cristina Neves, Janete
Ferreira, Sonia Ribeiro, Catarina
Simdes, Cristina Ventura
Fernanda Fernanda Principe, Irma Brito, PEER-IESS. Ativar instituicdes | P8
Principe and Antonio Ferreira, Henrique Pereira, | de ensino superior na promog¢ao
Irma Brito Maribel Carvalhais, Manuela de contextos salutogénicos,
Ferreira, Ana Torres, Sonia Novais, através da pesquisa-agio
Liliana Mota, Alexandra Brandao, participativa baseada na
Fernando Mendes comunidade estudantil
PEER-IESS. Activate higher
education institutions for the
promotion of healthy settings
through participatory action
research based on the student
community
Irma Brito and | Irma Brito, Fernando Mendes, Filipa | Antes que te Queimes: saide e P9

Fernando Homem, Verdnica Coutinho, Paulo seguranca em contextos
Mendes Anjos, Armando Silva, Maria da recreativos
Alegria Simdes, Luis Paiva, Maria do | Before you get burned: health
Rosdrio Mendes, Lucilia Rodrigues | and safety in nightlife settings
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Chapter 15
Participatory Health Research
in South Africa

Maghboeba Mosavel, Jodi Winship, and Rashid Ahmed

Introduction

In this chapter, we will explore participatory health research (PHR) in social and
behavioural health within the South African context and, in particular, how partici-
pation is operationalized in PHR in South Africa. Especially important to consider
is that PHR is implemented within a particular historical and community context
that necessarily will determine how participation is operationalized. In South Africa,
the most defining contextual factor that permeates all praxis is still the legacy of
apartheid. In the present context, this emerges as an enormous gap between the rich
(still largely White) and the poor (still largely People of Colour), as South Africa
remains one of the most unequal societies in the world (Chitiga et al. 2015).
Regarding health issues, this appears as a bifurcated health system: one for the rich
and another for the poor. While 1994 marked the official end of institutionalized
apartheid rule in South Africa and the adoption of one of the most progressive con-
stitutions in the world (Worden 2011), the effects of decades of racism and eco-
nomic disparity continue to reverberate to this day.

Health disparities are inextricably linked to equity and social justice, especially
with regard to the fair distribution of resources and availability of care and treat-
ment. Highly affected by the social determinants of health, and specifically the pow-
erful remnants of apartheid—including inequitable, highly discriminatory political,
economic and health systems—the burden of disease in South Africa is concen-
trated amongst poor Blacks (Coovadia et al. 2009). Chronic disease rates—
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especially hypertension, diabetes and cancer—have alarmingly increased in South
Africa (Steyn et al. 2006), and the country continues to battle some of the highest
rates of HIV/AIDS in Africa (Gouws and Karim 2010). Furthermore, while there
have been various progressive policies adopted in relation to health, it is not surpris-
ing that the implementation of these policies has been challenging, especially given
the limited and compromised infrastructure, including severe fragmentation of the
overall healthcare system (Coovadia et al. 2009). Thus, access to care and treatment
is a still huge concern as most South Africans do not have private health insurance
and mainly use public health services, which generally offer excellent care, but are
hugely overburdened and infinitely under-resourced (Coovadia et al. 2009).

Unsurprisingly, apartheid policies directly impacted health research. Historically,
medical and behavioural research in South Africa was seen as the domain of the rul-
ing class, steeped in power dynamics and reflective of the limited voice of the mar-
ginalized majority (Deacon 2000). Furthermore, poverty accompanied by alarming
rates of violence, specifically gender-based violence, and the biggest HIV epidemic
on the African continent (Gouws and Karim 2010) greatly influences research foci.

Highly relevant to PHR is that apartheid was dismantled largely because of a
strong, participatory movement, which highlights the significance of grassroots
engagement in determining outcomes, including health outcomes (Coovadia et al.
2009). Building local capacity and partnerships was another defining feature of the
anti-apartheid movement, as well as the core understanding that local insiders are
critical agents of social change. Furthermore, South Africa’s global importance pro-
pelled by its past inglorious human rights abuses and its rather exemplary (not per-
fect) transition to democracy has itself garnered considerable outsider interest and
support as demonstrated by various international partnerships and financial aid
(Habib and Taylor 1999). These research partnerships are of particular relevance to
adiscussion of PHR, as some of these partnerships may inadvertently perpetuate the
power dynamics of the financially powerful North and the pigeonholed “needy”
South (Tomlinson et al. 2006). The emancipatory, equalizing philosophy of PHR
not only has an intuitive resonance with South Africans, but these values are at the
core of its own social and political endeavours.

While context and level of engagement are important in determining participa-
tory frameworks, participation in health research is dependent on various facilitat-
ing factors which include trust, community entrée and access, funding, community
partners and opportunities for mutual benefit. If not present, these factors can just
as easily serve to impede participatory efforts. Specifically, power imbalances and
inability to share power through the distribution of resources and building local
capacity can severely interfere with participatory health efforts. PHR, at best, is
necessarily time consuming as the relational elements required for the successful
conduct and dissemination of research are being tended to. The next sections will
discuss PHR in the South African context with specific reference to the following
elements: participation, formative research, partnerships, community advisory
boards and building capacity. We acknowledge that there are numerous other cen-
tral features of PHR; however, in this chapter we focus on key aspects most relevant
in South Africa.
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PHR in the South African Context
Participation

Meaningful participation is the overarching principle in participatory health research
(Cornwall and Jewkes 1995; International Collaboration for Participatory Health
Research 2013), and the importance of participatory health approaches to tackle
issues of health disparity has been recognized by the World Health Organization
(WHO). In its strategy for national health in the twenty-first century, the WHO
acknowledged the essential role of all stakeholders, from the government to com-
munity members themselves, to be included in all phases of healthcare design: from
planning to implementation and follow-up (Rohrer and Rajan 2016). Therefore, it
may be no surprise that operationalizing participation is one of the most vexing
questions to PHR and critics alike. In social and behavioural research, participation
occurs on a continuum. Ideally, in PHR the participation of stakeholders is included
at the design, data collection, analysis and dissemination phases.

There are many different forms of participation in South African research.
Musesengwa and Chimbari (2017) provide an important overview of community
engagement practices in Southern Africa. Community members frequently provide
input on the design of intervention materials and on the development of culturally
appropriate intervention protocols (Mabunda et al. 2016; Mosavel et al. 2005;
Remien et al. 2013; Wechsberg et al. 2015; Woodsong et al. 2014). Specific strate-
gies for seeking community feedback to inform the research design include broad
stakeholder meetings with the research team, healthcare providers and community
members. Several of these strategies are also accompanied by the integration of
laypersons in the role of community researchers. In these cases, community mem-
bers are trained to conduct interviews and collect data (Bradley and Puoane 2007;
Mosavel et al. 2005) or to facilitate the actual intervention (Batist et al. 2013).

Who Is the Community?

PHR is largely conducted in location-based, marginalized communities and/or com-
munities who are experiencing a major health disparity. International media accounts
of South Africa simplistically portray the country’s population as Black or White. In
reality, South Africa’s population is made up of a number of racial and ethnic com-
munities which have their own cultural and linguistic traditions. Post-apartheid,
South Africans continue to grapple with apartheid era racial classifications; how-
ever, there is a strong recognition at the societal level of the social construction of
race and the continued barriers and privileges associated with race and ethnicity.
However, PHR is not only confined to racial/ethnic communities but also includes
any group that may be bound by commonalities including geography (urban vs.
rural), identity, illness (such as cancer, diabetes, etc.) or a health need. Because PHR
is conducted with communities that are often in dire need of services, and the
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research process can often be long and laborious, communities and researchers alike
struggle with the “service delivery versus research dilemma” even as they commit
to the relationship-building principles of PHR (Simon et al. 2007). Some communi-
ties may find the time spent on conducting formative research as frustrating, given
that they would rather that the researchers focus on the intervention, while other
communities may welcome researcher efforts to understand the community’s expe-
riences and perspectives. In our own research in South Africa, we found that utiliz-
ing the principles of PHR allowed us to provide an early “deliverable” to the
community in the form of training and capacity building which helped to mediate,
if only slightly, the inevitable tension that arises from a community’s immediate
needs for change (Mosavel et al. 2005).

Who Are the Researchers?

In addition to assessing the degree of participation, identifying the role of the
researcher in this process is also critical. In participatory research there is a required
acknowledgement of the identity and positionality of the researcher (Maxwell et al.
2016; Simon and Mosavel 2011) as this element influences the dynamics relevant to
PHR. Researchers who are perceived as similar to the community in terms of race,
language or culture may experience more initial implicit trust than researchers who
are perceived as outsiders (Richman et al. 2012; Simon and Mosavel 2011). The
implicit trust and insider-outsider dichotomy are also an issue for international
researchers; one can argue that, depending on positionality, there are varying
degrees of distance between researcher and community (Tomlinson et al. 2006).

Participation in health research is rooted in a community’s history and their rela-
tionship with researchers. Since the transition to democracy in 1994, there is an
emerging, highly educated, Black workforce, and this includes academics with
research careers. Prior to 1994, most researchers were middle-class Whites. Due to
apartheid era constraints, there were fewer Black and Coloured individuals able to
receive formal research training; thus they were frequently excluded from this spe-
cialization (Tomlinson et al. 2006). More recently, local South African universities are
graduating thousands of Black researchers (South Africa Department of Higher
Education and Training 2014), and there are many Black academics who are conduct-
ing social and behavioural research which is inevitably informed by their own lived
experiences. While these are important shifts that may facilitate greater participation,
further research is needed to assess whether these shifts have made a difference. As
highlighted earlier, given the dominance of the Northern agenda, there is a concern
that Black researchers may still be reproducing that agenda and ways of doing research
that impede participation or the production of local knowledge (Daniels 2011).

Who Are the Participants?

Who is participating and why are also questions that must be critically analysed, as
its answer(s) may provide guidance about key stakeholders who may be absent
(Cornwall and Jewkes 1995). While participation by the intended community of
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focus is critical, there are various other stakeholders who are not usually included,
such as the private sector and stakeholders who may not be comfortable with the
usual participatory structures.

Participation is often an outcome of the relationship with community, the use of
effective outreach strategies and the use of trusted community members as front-
line workers (Kingori 2013). Often not discussed is that effective participation
presupposes a belief in an outcome that will be of benefit to the community. A
scepticism about social change or even more intermediary change is a key reason
why broad-based participation may be challenging. This is of central importance in
the South African context. The vigorous civic participation that emerged during the
apartheid era—and still seems present—is based on the premise of social change,
with the research agenda often considered secondary to this premise. In South
Africa, there is the recognition that behavioural research designs must include
community participation, even if such research designs would not necessarily meet
the definition of PHR. Furthermore, there is the understanding that broad sector
input is critical and that the community—alongside other key stakeholders, such as
frontline healthcare provider staff—must be an integral part of the participatory
health approach.

It is also important to consider the dual roles that are often required in PHR: that
of participant and researcher. Unlike traditional mainstream research, the fluidity of
the participant-researcher boundary provides both opportunities and challenges for
research. “Participants” can take on various roles from providing data to informing
research questions and instruments, collecting data and even contributing to data
interpretation and the implementation of interventions. A similar tension emerges
for the primary researcher, in that different roles may be required for collecting data
and dissemination of research findings, compared to the tasks and roles required for
facilitating interventions that emerge from these findings. This multiplicity of roles
also raises ethical challenges for issues like confidentiality, anonymity and informed
consent (Williamson and Prosser 2002).

While community member-as-researcher can enrich data by establishing legiti-
macy within a community and offering an insider perspective of the findings, there
are also challenges that must be considered. One such challenge we encountered
while training and working with community researchers from a resource-poor and
socially fragmented community in South Africa was the mental burden and stress
taken on by the community researchers as they managed their own personal strug-
gles “coupled with the emotional stressors induced by their increased exposure to
the conditions in their community” (Mosavel et al. 2011, p. 150).

PHR in the Context of Formative Research

PHR is particularly important in the context of formative research in South Africa.
Two types of formative research are commonly conducted. First, the more typical
formative research which is driven by the local academic-community partnership
or agenda where the primary goals are community entrée, needs assessment and
facilitating participation. The second type of formative research includes
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intervention or programme development which seems to be driven by the many
different international research collaborations, in particular the implementation and
testing of interventions from Northern countries.

Community Entrée

Entrée into the community is an important foundational goal of PHR. During the
formative stage, research teams use various participatory strategies to foster trust-
building and to mobilize participants. Strategies that have been used in South Africa
include information sessions, key informant interviews, focus groups and surveys
(Lazarus et al. 2014; Mosavel et al. 2005; Ramjee et al. 2010; Simwinga et al. 2016;
Tucker et al. 2013).

In this stage, it is important that “community” be defined broadly to include all
stakeholders directly and indirectly affected by any proposed research. Interested
stakeholders include, although are not limited to, government officials, civic lead-
ers, community residents, traditional leaders, healthcare providers, etc. Particularly
relevant in South Africa is obtaining permission from the community’s traditional
leaders which is often seen as a critical first step for building a trusting relationship
and gaining acceptance for the project (Simwinga et al. 2016; Treves-Kagan et al.
2017). For example, Ramjee et al. (2010) consulted with political and traditional
leaders in the community who, in turn, consulted with community members to gain
support for their HIV prevention research. Several research projects have also
engaged laypersons as ambassadors who can assist in navigating and bridge-build-
ing between academic researchers and communities where there may be varying
levels of mistrust, scepticism and misalignment of needs. To access an especially
difficult-to-reach community, men who have sex with men, Tucker et al. (2013)
spent 3 months networking with leaders of the community to gain trust and buy-in
and ultimately was able to utilize these leaders as ambassadors to identify and
engage other community members. Formative research provides the opportunity to
build credibility and research integrity specifically by seeking and incorporating
community feedback and identifying or modifying the research focus to address
community priorities or anxiety (Mosavel et al. 2005).

Intervention/Programme Design

The other type of formative research in the South African context is that of pro-
gramme or intervention development. For example, Remien et al. (2013) relied on
a local team of researchers, clinicians and patients to address language and cul-
tural differences (such as concepts of illness and treatment) when adapting an
HIV intervention from the USA for use in South Africa. Similarly, Wechsberg
et al. (2015) used community focus groups to understand the local context which
resulted in modifications to the core elements, delivery style and structure of the
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HIV prevention intervention they were adapting. While inclusion of youth in the
research process has been limited, there are examples where youth have been
engaged to help inform intervention design. In one such example, researchers
sought to develop tobacco, drug and alcohol prevention materials for adolescents.
They utilized a photo-voice methodology in which adolescents representing dif-
fering races were provided cameras and were asked to document the people and
things they considered important in their lives. Through group discussion of the
photos, the researchers were able to gain a better contextual understanding of
adolescent lives which was used in the development of educational materials
(Strecher et al. 2004).

Formative research that involves the community from the outset of the project as
well as addresses issues such as trust, scepticism and the misalignment of agendas
increases the likelihood of sustainable research agendas, with mutual benefits for
both researchers and community members. For example, when we initiated our par-
ticipatory health research project in Cape Town, we were narrowly focused on cer-
vical cancer, and it was only due to the many meetings we conducted with varied
stakeholders that we learned the importance of expanding our conceptual frame-
work to encompass cervical health (women’s health more broadly) rather than only
cancer thus acknowledging that poor women face health challenges beyond just
cancer (Mosavel et al. 2005). Unfortunately, it is not uncommon for imported pro-
grammes, interventions and research—primarily driven by the need to generalize
findings and interventions—to entrench Northern agendas and Western concepts, in
spite of the intentions of those conducting the projects (Daniels 2011; Lau and
Seedat 2015; Tomlinson et al. 2006).

Partnerships in PHR

Partnerships are essential to facilitate engagement in the translation and dissemina-
tion of research outcomes and to ensure sustainability beyond the scope of the
research funding. There are many well-documented challenges associated with
community-researcher partnerships, not least of which are the power dynamics, dif-
fering values and constituents and conflicting perspectives.

Academic Partnerships

Academic institutions in South Africa, not unlike universities elsewhere, are being
called to collaborate with government, private sector and communities to address
the various health manifestations of social, political and economic inequities
(Brown-Luthango 2012). While many academic institutions explicitly specify com-
munity engagement as part of their role, it is unclear to what extent equal partner-
ships are established, and many of the difficulties present in other contexts also
seem to be present here.



246 M. Mosavel et al.

Collaboration and participation are greatly facilitated when there is a recognition
of the varying expertise amongst partners, especially the expertise of community
stakeholders (Marks et al. 2015). For some academics, it can be challenging to
embrace the expertise of community members as it counters the traditional research
paradigm and the way researchers are trained in academic institutions. It can be dif-
ficult for researchers to accept or value the insider expertise of community members
or to understand how the community perspective can lend validity and scientific
integrity to the research (El Ansari et al. 2002; Kearney et al. 2013).

International Partnerships

International research partnerships abound in South Africa, many of which are HIV
intervention related (Desmond Tutu HIV Foundation 2015). Communities, research-
ers and the scientific field, more generally, are greatly benefiting from cross-sector
and international collaborations. Partnerships in general, and with international
researchers in particular, are invaluable to stakeholders (inside and outside South
Africa) and have significant potential to positively impact practice and health
outcomes.

However, with international NGOs there is more of a need for researchers to
understand the local culture, politics and dynamics amongst the stakeholders
(Costella and Zumla 2000; Tomlinson et al. 2006). International researchers often
enter the collaboration with a limited understanding of the interplay between stake-
holders or the implicit values or expectations of the partners (Nama and Swartz
2002). Furthermore, these international partnerships are characterized by unequal
and divergent assets. Most importantly, it is likely that international partners will be
in a position to provide financial resources to the partnership. The imbalance of
financial contributions can often lead to concerns about power and value and invari-
ably determines who sets the research agenda (Edejer 1999; Jentsch and Pilley
2003). With funding often being generated from Northern international partners,
this inequality means that for both the researchers and communities from the South,
power is structurally located with the Northern partner and thus can significantly
impact on all aspects of the research. In all partnerships, and in particular in inter-
national partnerships, it is imperative that roles and responsibilities as well as power
dynamics, benefits and burdens of implementation are recognized, deliberated and
addressed (Costello and Zumla 2000; Jentsch and Pilley 2003).

Community Advisory Boards (CABs)

The engagement of an advisory group is usually seen as a foundational element for
most participatory research (Newman et al. 2011). In general, CABs are established
at the discretion of researchers or the funder’s requirements. CABs are used in
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various projects, many of which are HIV/AIDS related (Ramjee et al. 2010; Reddy
et al. 2010). CABs usually have diverse roles in participatory research, with the
major task being the provision of input to researchers. Within HIV/AIDS research,
CABs appear to have an important monitoring role. Reddy and colleagues did a
study of CABs in HIV vaccine trials in South Africa. Their findings suggest that the
use of CABs in South Africa is primarily researcher-initiated and research-driven,
with the overall goal to provide community input and scientific oversight (Reddy
et al. 2010). However, there are several questions about the effectiveness and par-
ticipatory nature of CABs, specifically questions about the selection of CAB mem-
bers, to what extent they represent community voice, and whether CABs are
independent or merely serve as a gatekeeper. Some of these unanswered questions
have resulted in a preference for the terminology community advisory groups instead
of boards (Reddy et al. 2010).

Building Capacity for PHR

Using an asset-based approach which builds on the existing strengths in a commu-
nity—whether those strengths are people, organizations or social structures—is
considered to be an important principle in PHR. Given the focus on social transfor-
mation, it is not surprising that capacity building is so prominent in some South
African research. In fact, in the South African context, capacity building may be
considered as important an outcome as the research itself. Building the research
capacity of the community providers can be considered one form of levelling of
power and provides a means for local participants to set their research agenda and
address issues they see as important (Tomlinson et al. 2006). The engagement of
laypersons in participatory health research in South Africa, both in the role of com-
munity/peer researcher and as a community health worker (CHW), is ostensibly
used as a capacity-building strategy capitalizing on existing community strengths.
These strategies also have the effect of addressing the important community need of
building research capacity (El Ansari 2005; Mitchell et al. 2005; Mosavel et al.
2005).

The evolution of the CHW is a part of South Africa’s economic, political and
healthcare response to the HIV/AIDS crisis (Clarke et al. 2008). CHW are usually
hired by NGOs and provide outreach to improve access to care and act as the middle
person between the healthcare system and the community (Nxumalo et al. 2013;
Schneider et al. 2008; Suri et al. 2007). While there is debate about the appropriate
training, role and support for CHW, there is consensus that they are an integral inter-
face between the community and the healthcare system (Friedman 2005). CHW are
primarily utilized for health promotion purposes (Friedman 2005), and while there
is mention of the potential benefit utilizing CHW to collect health data (Suri et al.
2007), their research role is less well-defined. Bradley and Puoane, for example,
discuss the important role of CHW in identifying their community’s concerns and
the benefits of involvement in all aspects of the research process, from collecting
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data to developing training programmes, and directing the interventions (Bradley
and Puoane 2007). While there are arguably various ways to build capacity and
utilize the strengths of the community in South Africa, the CHW movement as an
engagement strategy has resulted in tangible improvements to health outcomes and
health policy (Clarke et al. 2008; Schneider et al. 2008).

Community researchers or laypersons in the role of peer researcher engaging
with the community are another key capacity-building and asset-based strategy used
in social and behavioural research. There is, however, a distinction between the role
of CHW and that of community researcher. Community researchers, or peer
researchers, have less of a health promotion role, their tasks being more specifically
centred on research. For example, Batist et al. (2013) trained five community mem-
bers to conduct an HIV prevention intervention for a community of men who have
sex with men. In this capacity, the community researchers participated in the plan-
ning and facilitation of the research and intervention activities, including recruit-
ment of participants, dissemination of information and healthcare referrals (Batist
et al. 2013). Photo-voice projects are another participatory technique for engaging
community researchers. In utilizing the photo-voice methodology to improve col-
laboration between CHW and teachers in preventing HIV in young people, Mitchell
et al. (2005, p. 268) have suggested that by engaging in the research, “it has opened
up an important space for groups to take action themselves. They are not waiting for
the research team to come back to give them answers.”

However, the use of community members in participatory research also raises a
number of challenges. Mosavel and colleagues, in a cancer prevention community-
based needs assessment, trained laypersons as community researchers to recruit and
conduct interviews with fellow residents. The authors described various ethical con-
siderations as well as benefits and challenges associated with the role of community
researcher (Mosavel et al. 2011). Not often discussed are the tensions and difficul-
ties the community researchers might be experiencing in their role, especially given
that they are the “frontline workers” who witness up-close the harrowing and chal-
lenging conditions that they might be asked to “research” (Kingori 2013; Nama and
Swartz 2002). The emotional support of community researchers is an area that has
not received the investigation it warrants. Being the intermediary between the
researchers/health professionals and the community is a role that can be difficult, as
it underlines unanswered questions about researcher burden, credibility, conflicts
and commitments.

Conclusion

The context of huge inequities and a history of citizen participation form the back-
drop of participatory research in South Africa. Following the marginalization and
virtual exclusion of People of Colour, there has been a far greater attempt in the
post-apartheid era to involve these communities. In addition to conducting more
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community-based research, it would not be inaccurate to conclude that most of the
research can be characterized as research in communities, rather than the gold stan-
dard of research with communities. The challenges evident in participatory research
globally emerge in South Africa; there are, as well, challenges that may be specific
to the local context.

There is some consensus that research is shaped by a global neo-liberal agenda
(Bayliss et al. 2011; Roberts and Peters 2008), which creates particular challenges
for PHR in developing contexts such as South Africa. South Africa, like other devel-
oping countries, has a long history of “parachute” research, whereby researchers
from “wealthy” or “Western” countries travel to developing countries to collect data
before returning home to analyse and publish their results (Costello and Zumla
2000; Tomlinson et al. 2006). Even in cases where international researchers “embed”
in the country of interest, the research agenda is often still controlled by outsiders,
and research findings may not be translated into programmes for local benefit
(Costello and Zumla 2000; Tomlinson et al. 2006).

At the research partnership level, a particular set of challenges emerge. The ineq-
uity and power differentials in North-South partnerships may serve to preserve the
notion that developing countries must depend on the wealthier western nations to
advance and progress. In the South African context, there are also the racial inequal-
ities between Black and White researchers, as well as between historically White,
well-resourced institutions and historically Black under-resourced institutions;
North-South collaborations may further serve to maintain these existing inequities.
In other words, there is not only a Northern-led agenda but an agenda driven by
historically advantaged institutions inside South Africa which are also historically
isolated from communities in need.

The potential dominance and reproduction of a Northern agenda have a huge
impact on the local community agenda. Attempts to involve the community from
the outset, the emphasis on capacity building and the popularity of photo-voice
methodologies can all be understood as attempts to engage with power dynamics
and social inequities. It serves to give voice to communities under conditions which
these voices run the risk of being muted.

A focus on social transformation from the apartheid era reinforces the research vs.
service delivery tension. Given the urgent and pressing needs in many communities,
research is often seen as a luxury. The emergence of “relevant research” (Long 2013)
can be understood as an attempt to manage this tension. The prominence of this
debate (Long 2013) highlights the fact that research cannot be decoupled from some
kind of action. Current manifestations include asset mapping, engaging with policy
and the undertaking that data will eventually be used to improve the living conditions
of members of that community. While these are important, the marked tension
between social action informed by research and the large-scale civic participation
reflected in service delivery protests, characterized as a rebellion of the poor
(Alexander 2010), is a distinct feature of South African participatory research. South
Africa’s history of civic participation precedes attempts at community-engaged
research and is helpful perhaps in foregrounding the social action component of PHR.
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Entrée into communities remains complex and shaped by colour, class and cul-
ture as well as the daily challenges these communities face. While there is certainly
greater representation in terms of class, colour and culture, like all other areas of
South African society, research profiles and resources remain concentrated largely
in the hands of the White minority. Furthermore, Black researchers who may have
come from the communities they now serve may by virtue of their class position be
quite removed from these communities.

The power-sharing philosophy of PHR resonates well and is particularly helpful
for contexts like South Africa. However, the social conditions create both unique
opportunities and challenges for this type of research. Perhaps the most important
lesson from the South African context is the extent to which it foregrounds the need
for research to be informed by a social justice agenda. Indubitably, health research
is inextricably linked to social inequities and the transformation of social
conditions.
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Chapter 16
““Home Thoughts from Abroad’:
Reflections on the History of Participatory

Health Research in the UK

Jane Springett

Introduction

Participatory health research (PHR) as understood and practised in the UK is a prod-
uct of its unique history and culture, building on a rich tradition of participatory
action research (PAR) across the four nations that make up the UK. As a former
colonial power with connections to many parts of the world, the UK has also
attracted migrants from a wide assortment of ethnic groups. Historically, however,
there is a deeply entrenched class system which is reinforced by privilege, inherited
wealth and contacts resulting in what has been described as an ongoing class strug-
gle manifesting in poor industrial relations as well as social inequalities (McGuiness
2016). The resulting health inequalities became a focus of UK academic interest in
the 1970s continuing to the present day (Marmot 2010). Those inequalities have
been accentuated more recently by the relentless pursuit of neoliberal economic
policies (Craig 2016). Nonetheless, due to the introduction of a welfare state after
the Second World War, each of the four countries of the UK has a publicly funded
health-care system, the National Health Service (NHS), founded in 1948.
Responsibility for health and social care—as well as other functions, including edu-
cation—was devolved to Scotland, Wales and Northern Ireland in 1998. However,
taxation, overall welfare policy and the allocation of funding remain firmly central-
ised with the UK Government which also exercises strong controls over local gov-
ernment spending in England. Highly centralised tax and spend powers, the uneasy
relationship between the local and the central government and the only recent devo-
lution of limited powers to the Welsh Assembly, Scottish Parliament and the Northern
Ireland Assembly need to be seen as a backdrop to any understanding of public
health and health care and the development of PHR (Callaghan and Wistow 2006).
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This chapter traces the recent history of the development of the approach within
the UK exploring some of the main influences on the tradition. In particular, it
examines the different factors in public sector funding and the academic environ-
ment that over time have impacted on the use and development of this type of
research in a health context and the key challenges this has created. It will conclude
with a reflection on future prospects in a period of austerity and uncertainty. The
positionality of the author lends a certain perspective to this story. As a contributor
to the development of PHR within health promotion and public health, she is now
living in a different academic and political-economic environment with its own
inherited challenges. This has coloured the lens through which developments in the
UK are viewed.

Origins of Participatory Action Research in the UK

In the UK the common terminology for this type of research is participatory action
research (PAR) reflecting the philosophical roots and origins. There have been three
main strands that together contributed to the way PAR has developed in the UK as
a whole. Firstly, as a former colonial power, there has been a strong tradition of
involvement in development in other parts of the world, both through government
funding and also charities and NGOs. It is from these contexts that development
workers brought back to the UK experience of working in a participatory way
largely outside established institutions. Indeed the first edited volume on participa-
tory research in health was co-authored by two researchers with such a background,
while its content reflected that international experience (de Koning and Martin
1996). The driver of this type of participatory research was the need to engage the
voices of local populations in development initiatives and their evaluation alongside
a deep sense of social justice. A key player was the Institute for Development
Studies (IDS) founded in 1966 at the University of Sussex, particularly the work of
Robert Chambers who during the 1970s spearheaded participatory approaches to
development (Chambers 1997). The methods he and his colleagues pioneered, like
participatory rapid appraisal, started being used in the UK context particularly in
community health needs assessments (Chambers 2015). For example, it was used in
Northern Ireland where unlike elsewhere in the UK, health and social care are under
one jurisdiction (Lazenbatt et al. 2001). By the 1990s participatory methods had
spread widely to over 60 countries and in the operations of several UN funds and
agencies, notably in the World Bank and amongst a number of donors influenced by
IDS. The importance of participation as a cornerstone of social change became a
key component of the Institute’s work, and a Master’s programme was started in
2004. The library at IDS remains a rich source of case studies from development
contexts (Jolly 2008). It is this development strand that is also reflected in the land-
mark paper on participatory health research published in Social Science and
Medicine in 1995 by two UK authors (Cornwall and Jewkes 1995).
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Secondly, there was the development of participatory research in the context
of management science spearheaded by the work of Peter Reason, a professor of
management studies and Director of the Centre for Action Research in
Professional Practice at the University of Bath until 2009. Here the focus was
not on the poor per se but on a different epistemology strongly connected to
ecological thinking (Reason 1998), outlined in detail in the both the first and
second editions of the Sage Handbook on Action Research published in 2001
(Reason and Bradbury 2001) and 2008 (Bradbury and Reason 2008) and also in
the journal Action Research which was founded in 2003. Reason himself was
strongly influenced by humanist psychology and incorporated that thinking in
his interpretation of PAR. He distinguished between first person, second person
and third person action research and promoted collaborative inquiry (Reason
and Heron 1994). An early study involved general practitioners of medicine
exploring the use of complementary therapies in their practice. Along with John
Rowan, he also discussed different forms of knowledge: propositional, practi-
cal, experiential and presentational knowing and coined the term “new para-
digm research” (Reason 1998; Reason and Rowan 1981).

The third strand comes from community development, itself a product of adult
education, which rose to particular prominence in the 1960s when the govern-
ment funded a number of community development workers in specific inner-city
areas across the country. The radical perspective embodied by community devel-
opment was a product of the community workers’ experience of the impact of
government policy. This proved to be too challenging politically, leading to the
disbandment of community development projects in England (Craig et al. 2011).
In Scotland, however, community development and PAR continued to be sup-
ported, resulting in a strong investment in terms of education and training which
has continued following devolution (Abdulkadir et al. 2016). Indeed the right to
participate was part of the Community Empowerment (Scotland) Act 2015.
Elsewhere, community development workers continued to operate below the
radar within the public sector or in civil society throughout the 1970s and 1980s,
resurfacing in strength when the Labour Government took power in 1997 and
various area-based policy initiatives were implemented in England and Wales.
After civil strife in Northern Ireland culminated in the Northern Ireland
Agreement, community development workers played a strong role in the peace
process, trying to heal the wounds created by deep divisions and violence which
were the result of a long colonial history originating in the seventeenth century
(Lundy and McGovern 2006; McIntyre 2003).

During the 1990s and beyond, training in community development was greatly
enhanced and a core set of values became the hallmark of community development
work: social justice and equality, respect and democratic control, with Freirean
notions of empowerment and conscientisation as key components (Ledwith 2015;
Ledwith and Springett 2010).
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The Halcyon Days of Health Promotion

Developments in PAR impinged on the health sector in the UK from the late 1980s,
in part through the rise of health promotion and the “new public health” (Green and
Tones 1999). The main driver was the Healthy Cities project led by the European
Office of WHO and the Health for All movement fuelled in the UK by local govern-
ment officers concerned about health inequalities (Berkeley and Springett 2006;
Davies and Kelly 2014). Both led to the establishment of the UK Health for All
Network, now replaced by the UK Healthy Cities Network. The first Healthy Cities
conference was held in Liverpool in 1987. In that city many of those involved with
the WHO Healthy City project were advocates of participation and participatory
action research and other health promotion principles as laid down in the Ottawa
Charter (Dooris and Heritage 2013). Capacity building in relation to participatory
approaches flourished in community-focused universities and former polytechnics,
particularly in interdisciplinary or social science orientated faculties. Master’s
courses in health promotion were established across the country (Wills et al. 2008).
By the early 1990s, participatory approaches to research were beginning to emerge
as key to the type of social change for health required to address inequality (Chiu
2007). At the same time, action research approaches to health-care system change
were being more widely used as the result of trends in organisational development
as well as in nursing. A Health Technology Assessment Report provides an over-
view of health-related action research in the UK by 2001. Most projects were con-
ducted between 1988 and 1996 and lasted from 1 to 48 months, mostly involving
nurses. There were 21 funded studies (Waterman et al. 2001).

Riding on the tide of enthusiasm for a social approach to health, Health Action
Zones were designated by a new Labour Government in 1999 (Judge et al. 1999).
Indeed many of the health promotion experiences provided case studies for govern-
ment policy documents (Department of Health 1999). It is therefore somewhat
ironic that during this time, the words health promotion disappeared from the policy
discourse, replaced by health improvement and then health development. Within a
few years, medical hegemony regained its ground as the Faculty of Public Health
Medicine took control of public health training, forcing the many health promotion
postgraduate courses to rebrand themselves as Master’s in Public Health (Scott-
Samuel and Springett 2007; Wills et al. 2008). Nonetheless, participatory approaches
to research and evaluation started to become more commonplace and were refer-
enced more often in government documents as well as being subject to evaluation
scrutiny. Through the Health Action Zones, many of which built on previous Healthy
City projects, an increasing number of public sector decision-makers were exposed
to partnership working and PAR, whether in the context of evaluation or other forms
of research (Cole 2003; Springett and Young 2002). For example, the Merseyside
Health Action Zone invested resources in participatory evaluation training for all
participants of its 253 funded projects (Springett 2005; Crawshaw et al. 2004).

Participatory health research, if not mainstreamed, was beginning to be estab-
lished as an approach to research. Capacity was being built in the academic sector
and more was being published, with publications reaching a new peak in 2006
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(Boote et al. 2015). However, there were few participatory health research courses
in degree programmes, and actual research following this paradigm remained on the
margins, receiving funding from largely ad hoc sources. Most projects were still
mainly taking place outside the academic sector in many NGOs and charities work-
ing to reduce poverty and increase social justice both in the UK and beyond.

The Influence of Teacher Education on Participatory Health
Research

At the same time, as PAR was gaining ascendency in development management stud-
ies and adult education, it was being advocated for in the area of teacher education as
a vehicle for self-inquiry and improvement in classroom teaching. The Classroom
Action Research Network (CARN) was founded by John Elliott in 1976 at the
University of East Anglia with a small-scale grant from the Ford Foundation to sup-
port the activities of teacher-researchers who had engaged in the Ford Teaching
Project’s action research into “discovery learning”. By the 1980s, CARN provided a
meeting point and a national and international support network for all those develop-
ing action research work in schools, communities and universities. As the network
enlarged, not only teachers and teacher educators but also other professionals increas-
ingly became involved, including health-care educators as well as those concerned
with inclusive research and education for those with learning difficulties. The name
changed to the Collaborative Action Research Network (Somekh 2010). Today
CARN, which is coordinated from North West England, is well-established as an
international network that supports action researchers in local contexts from a wide
variety of backgrounds and strengthens the collaborative relations of the global action
research community. Through its annual conferences and study days, CARN pro-
vides a forum for all action researchers to present their work and engage in critical
discussion of ideas in a safe environment. The journal of CARN, Educational Action
Research, was founded in 1993 and publishes many papers on PAR and PHR. For
many years this network became the main outlet for those working in the health sec-
tor doing PAR to share their interest in PAR/PHR. CARN is linked to the recently
formed UK Participatory Research Network (Balogh et al. 2017). The latter is affili-
ated with the International Collaboration for Participatory Health Research (ICPHR).

Buffeted by the Winds of Change in the NHS: PHR
in the Twenty-First Century

Government direct funding of health care through the NHS, rather than indirectly
through social insurance, has meant that health care as well as public health remains
a political football and subject to the whims of politicians. With each new govern-
ment has come a raft of new organisational changes aimed at reducing health-care



260 J. Springett

costs and increasing efficiency. Until 2012, when it was transferred to local authori-
ties, public health remained a NHS-led function. Historical underlying structures of
power permeate the NHS and its decision-making processes as well as how health
research is funded. Every attempt to reduce bureaucracy during the twentieth cen-
tury led to new bureaucratic structures to compensate for the consequences of each
reorganisation, with a return to the “old wine being put in new bottles” in terms of
those power relations, including a re-emergence of scientific bureaucratism
(Harrison 2002). Such relations of power are in turn linked to the relative influences
of medical or social models of health. Although the social model was championed
strongly and was to some extent reflected in legislation (Crawshaw et al. 2004), its
influence as a strong force in public health practice was comparatively short-lived.
Historically, scientific rationalism has provided the dominant value structure in an
NHS in which medical and associated clinical professions have prevailed even in
the face of an emergent consumerism (Harrison 2002; Harrison et al. 2002).

For participatory health research, two elements of reform provided both an
opportunity and a threat. Firstly, there was to be an emphasis placed on evidence-
based practice; and secondly, there was to be consumer involvement in health-care
decision-making. Advocacy for evidence-based practice came from an increasing
concern that clinicians often based their clinical decision-making on out-of-date or
under-researched interventions and from a concern regarding the failure of research
generally to have an impact on practice. A strong influence was the Cochrane
Collaboration which had been established in 1993. A central plank of Cochrane has
been a hierarchical approach to evidence with the “gold standard” of experimental
designs (randomised controlled trials or RCTs) being at the top. Although originat-
ing in medical science, those in favour of a positivist paradigm actively promoted
this hierarchy for all health research funding and as the basis for discussions on the
merits of different types of research including health promotion and other non-med-
ical areas. This view did not go uncontested, for example, by disability groups, but
it re-established the dominance of the medical model, and the mantra of evidence-
based practice began to pervade the health service lexicon (Hammersley 2005;
Devisch and Murray 2009).

However, although a threat to PHR in terms of funding, the focus on evidence
could be seen as an opportunity. The need for evidence-based decision-making gen-
erated a number of openings for evaluation, including participatory evaluation, pro-
viding spaces for health professionals and decision-makers to have experience of
the approach (e.g. Springett 2001; Springett et al. 2007).

Patient and public involvement was also central to the British government’s
modernisation of the National Health Service. A “patient-centred service” it was
argued is necessary to improve health outcomes, provide a better experience of care
for patients and reconnect the health service with the communities it serves. New
structures were put in place to enable and promote these changes. Public involve-
ment within the hierarchical structure of the NHS had historically consisted of
limited agendas and formal advisory roles aimed at securing consumer feedback
and advice (Wistow and Barnes 1993). Although the public involvement policy
embodied in earlier policy documents advocated the importance of listening to
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local communities, in practice the focus initially was primarily on developing
methods of consultation about satisfaction with existing services (NIHR 2015).
The new arrangements introduced in 2001 were an attempt to change this, being a
response to a whole series of social movements in health care—from breast cancer
to mental health and disability—by patients seeking greater control over the type
and nature of health services. Significantly, the new policy directive extended this
involvement into health research, developing a training infrastructure called
INVOLVE. Opening the door to citizen engagement in research also held potential
dangers, as the notion of consumer as a passive recipient in a market economy
could prevail, rather than an empowered citizen who takes active control, the cen-
tral plank of PAR/PHR (Beresford 2002). Citizen engagement in research also
challenges the dominant epistemology that research should be done at arm’s length
from the patient (Beresford 2003; Gillard et al. 2010).

Nevertheless, when the main health service research funding body, the National
Institute of Health Research (NIHR), was established in 2006, it announced its com-
mitment to “involving patients, carers and the public at all stages of the research
process”. This has meant requiring researchers to demonstrate how members of the
public have been involved in the design and development of their grant applications
and how the public will be actively involved in managing the research undertaking,
the analysis and disseminating the findings (NIHR 2006). INVOLVE defined the
public as “patients and potential patients; people who use health and social services;
informal carers; parents/guardians; disabled people; members of the public who are
potential recipients of health promotion programmes, public health programmes
and social service interventions; and organisations that represent people who use
services”. Moreover, public involvement in research is conceptualised as “doing
research ‘with’ or ‘by’ the public rather than ‘to’ ‘about’ or ‘for’ the public” (Evans
et al. 2014).

Suddenly the door into the mainstream had been opened for participatory
researchers. Increasingly, research papers exploring the whole issue of patient and
public involvement (PPI) started to reference action and participatory research in
the search for ways to implement PPI, while participatory researchers were increas-
ingly present at conferences and meetings debating and reporting their experiences.
But PPI is not the same as participatory health research. A number of writers recog-
nise PAR as an approach that was true to the INVOLVE definition of PPI, unlike the
most common types of research that were practised under the PPI umbrella (Boote
et al. 2002, 2010, 2011; Marston and Renedo 2013; Mockford et al. 2012; Brett
et al. 2014; Staniszewska et al. 2011). In common with policy directives in general,
the reality can obfuscate the intention (Blencowe et al. 2015; Staley et al. 2014).
Institutional practices and structures still act as barriers to change, for example,
through the blocking of PAR research in NHS ethics committees which are largely
populated by positivists (Goodyear-Smith et al. 2015). A number of challenges
remain before it can be said that marginalised groups, such as people with learning
difficulties, are commonly included in an empowering way in the mainstream of
research affecting their lives (Aldridge 2015; Baxter et al. 2001; Okereke et al.
2007; Bennett and Roberts 2004; Cawston et al. 2007). These challenges include the
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attitudes of some professionals, the diversity and complexity of lay groups’ knowl-
edge, power relationships, resources (both personal and financial) and values.
Moreover, while many UK participatory researchers have aspirations at the emanci-
patory end of the spectrum of PAR which emphasises social justice and transforma-
tion, the reality related to funders’ requirements firmly places the practice at the
pragmatic end. Thus the emphasis is more often on improving research outcomes
through engagement (Cook 2013; Holland et al. 2010; (Gilbert 2004; Hynes et al.
2012; Wimpenny 2013).

Public Engagement, Universities and Research Impact

While public engagement was being encouraged in NHS research in universities,
the need for accountability has also been driving research funding, again presenting
both a challenge and an opportunity for PHR. Apart from various research councils,
British universities currently receive block funding for research. The level of fund-
ing is determined by a process of peer review every 6 years; whereby, each subject
is ranked across universities, the criteria changing every ranking period. In the 2014
cycle, research impact was a new criterion, and, following the rejection of a purely
bibliometric approach, a whole industry has developed on measuring research
impact as universities scramble for resources and prestige. Since impact on the
wider society was one of the dimensions, public engagement has been placed fur-
ther up the agenda (Brett et al. 2014; Oliver et al. 2015; Pain et al. 2016). The UK
Research Councils, Higher Education Funding Councils and the Welcome Trust had
funded the establishment of the National Co-ordinating Centre for Public
Engagement (NCCPE) as part of a £9.2 m project to inspire a culture change in how
UK universities engaged with the public alongside six “Beacons for Public
Engagement”. These were partnerships between higher education institutions
(HEISs) and civil society organisations (NCCPE 2009). At the heart of the initiative
was an active commitment to learning and reflection. The NCCPE invested in a
national action research process which drew on action research methodology to
develop a systemic inquiry process (Burns 2007). Six parallel learning streams were
established, and participants with different organisational relationships to public
engagement (PE) were drawn into small inquiry groups. The findings identified a
number of barriers to change as well as ways these barriers might be overcome
(Burns and Squires 2011). This with experience distilled from the Beacons projects
informed the creation of a new PE Concordat (RCUK 2011) signed by all the major
research funders. It articulated their expectations of institutions they funded: (1) UK
research organisations should have a strategic commitment to PE; (2) researchers
should be recognised and valued for their involvement with PE activities; (3)
researchers should be enabled to participate in PE activities through appropriate
training support and opportunities; and (4) the signatories and supporters of this
Concordat will undertake regular reviews of their and the wider research sector’s
progress in fostering PE across the UK. A recent report indicates there is much more
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to be done and significant barriers remain. Certainly, with a few exceptions, the
notion of engaged scholarship or of community-university partnerships like those
which exist in North America, is rare in the UK. Nonetheless, the NCCPE has pro-
vided a further communicative space for PHR and PAR within the academic sector
and is contributing to the building of intellectual and social capital around the
issues!. It now has its own peer review journal Research for All.

This concern for impact mirrors the knowledge translation trend in Canada
(Bowen and Graham 2013). There, despite the “discovery” of integrated knowledge
translation with its similarity to an older tradition of participatory action research
(Kothari and Wathen 2013; Kothari and Armstrong 2011), the pipeline model of
impact as something that happens in a linear fashion after research still dominates.
In the UK recent work on impact in PAR in general (Pain et al. 2016; Greenhalgh
et al. 2016) and in PHR in particular (Cook et al. 2017) potentially will mean the
criteria for measuring impact are widened.

Types of PHR Projects in the UK

The complex and disparate history of PAR and PHR in the UK has meant that those
wishing to develop this type of approach have found themselves ducking and diving
as well as riding some waves of change. This has resulted in a wide variety of types
of projects, so it is difficult to highlight specific projects as representative.

PHR has remained largely the remit of a raft of committed individuals with a
concern for social justice and democratic knowledge production, supporting learn-
ing through research undertaking largely small-scale projects whose numbers have
ebbed and flowed over the years. Occasionally some have coalesced in specific
institutions, but there is no centre dedicated to this methodology within health facul-
ties, although a number of interdisciplinary centres in social science and interdisci-
plinary networks within universities explicitly value this type of research (Kindon
et al. 2007). The diverse and scattered nature of this type of research, embedded as
it is in the local, is reflected in the published papers as well as unpublished reports
and theses from the UK. The written record almost certainly hides a wealth of proj-
ects that go unreported or are found scattered across the websites of independent
researchers working outside academia. The majority of publications focus on more
marginalised populations. With no recent history of indigenous oppression, these
marginalised groups include mainly black and ethnic minority groups, mental health
service users, people with learning difficulties, gypsy/travellers as well as groups
with a specific health need and children. Projects that take place in community set-
tings, including primary care, tend to be more participatory in terms of the level of
involvement of people than those in a hospital setting where participatory research
amongst health professionals (often called practitioner research) is more common,
if present at all. INVOLVE hold a database of projects on which people from
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England can register their projects as well as a bibliography from their own library
(INVOLVE 2014). Participatory research projects where involvement is on the
higher levels of participation represent about 15% of all the projects registered.

One initiative in Wales deserves mention. This was the highly innovative
Sustainable Health Action Research Project (SHARP) which was funded by the
Welsh Assembly. It remains the only example of an attempt to go to scale in an
action research type of project which was geared towards the social determinants of
health. It was unusual in that it was funded for 5 years (2001-2006) and it had an
in-built evaluation component with an emphasis on reflection and learning. While
all the seven project clusters were subject to financial control governance by the
Assembly, this was facilitative rather than controlling, enabling local people to drive
the co-inquiry process through the cycles of research and action. This one-off exper-
iment has unfortunately never been repeated, but its experience is explored in depth
in a book (Cropper et al. 2007).

The much richer community development and health experience in Scotland is
reflected in the Community Health Exchange (CHEX) part of the Scottish
Community Development Centre (SCDC) which brings together various commu-
nity development initiatives across sectors in Scotland. However, there is no refer-
ence to research on the entire CHEX website despite acting as resource for
community-led health across the nation. What the SCDC website does house are the
130 community-led action research projects supported between 2002 and 2009 by
the Scottish Community Development Action Research Fund (SCARF). Many of
the projects could be classified under the banner of the social determinants of health,
and nine are explicitly labelled as health. More recently, What Works Scotland, a
collaborative initiative to improve the way local areas in Scotland use evidence to
make decisions about public service development and reform, has been using col-
laborative and participatory research methods in keeping with Scotland’s commit-
ment to co-production of research and services (Bennett 2017).

Looking Back and Looking Forward

A repeated experience with (participatory research) has been the tension and contradiction
between top down bureaucratic cultures and requirements tending as they do to standardise
simplify and control and demands generated at the local level tending as they do to be
diverse and complex and to require local-level discretion. (Chambers 1998)

The above quote illustrates a constant tension in PR which is also reflected in the
history of PHR in the UK. With each government there have been new NHS reforms
and each has had an influence beyond the term of that government. The reforms on PPI
in England, for example, instituted in 2001 have continued to have influence beyond
2010. The rich community development tradition and its funding history in Scotland
have influenced developments today in public service reform and community partici-
pation. However, the politically driven forms of involvement which have resulted in
research institutions apparently sympathetic to public involvement are different from
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the longer-standing emancipatory movements where people who are directly affected
by the issues seek to bring about change (Beresford 2002). With institutionalisation
comes dangers. A number of critiques of the “top-down” drive for involvement argue
that they encourage tokenistic approaches where involvement is perceived as an “add
on” rather than being embedded from the outset (Beresford 2005). This is certainly the
case in Northern Ireland where self-rule through unstable power-sharing, following on
from very centralised control through direct rule and a history of violence and division,
has inhibited any community-led initiatives (Lundy and McGovern 2006).

Quality of involvement remains a key issue (Van Bekkum and Hilton 2015)
throughout the UK. If you look at health research funding decisions and the mem-
bership of panels in the four nations of the UK, the medical model continues to
dominate. Outside the health sector, PAR continues to flourish in the arts, humani-
ties, design, natural resource management, agriculture and overseas development.
This is reflected in the membership of the UK Participatory Research Network as
well as a study group on participatory research in the Institute for British Geographers.
The Scottish Development Centre supports a Scottish Co-production Network?.
Beyond the academic sector, charities and small NGOs and consultancies still extend
this type of work. Thus while the landscape has many flowers, much fewer seeds
have flourished in the bed of health. Moreover, while opportunities for learning and
exposure to new ways of doing research are more frequent, the prospects for a more
explicit emancipatory approach remains rare (Jordan and Kapoor 2016).

More fundamentally, although participation experiments such as participatory
budgeting are written into Scottish legislation on empowerment, the lack of institu-
tionalised participatory democratic structures remain an ongoing issue, particularly
in the other three nations of the UK. Political events after 2015, cuts to public fund-
ing and welfare particularly at the local level including public health and a disdain
for evidence and democracy suggest that the continued advance of this type of
approach could slow or even retrench, as it has in the past. On the other hand, with
health inequalities and poverty ever increasing, calls for a renewed democracy may
reinvigorate those who practise PHR to become more explicit about the values of
social justice and emancipation which underpin PHR as a vehicle for change (Jordan
and Kapoor 2016). Moreover, social movements such as Momentum, which at the
time of writing is using many participatory democratic methods to try and reform
the Labour Party, are likely to create further support for this type of approach
amongst a younger generation. Time will only tell. As ever, the diverse and contra-
dictory forces at play within the PHR movement in the UK will play out sometimes
fettered by institutional practices and sometimes empowered to challenge the status
quo. It is up to the pioneers of the last 30 years to pass the baton to a new generation
of participatory researcher, whether marginalised in society or in academia, so they
too can experience the process such that they can never go back to doing research in
the same way again. In doing so, they can further progress the democratisation of
knowledge and society through deliberation and reflection.

2http://www.coproductionscotland.org.uk/
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