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The past 20 years has witnessed an enthusiastic turn towards qualitative
research across the social sciences. This enthusiasm was fuelled by a desire
for research to develop a sophisticated understanding of everyday human
experience and contribute to the enhancement of social and personal well-
being. Within the health arena qualitative methods were particularly attrac-
tive for the large number of new researchers from the health professions—such
as nursing, physiotherapy, and occupational therapy—who had intimate
experience of health care. They felt that the prolific body of quantitative
health research did not reflect the lived reality of illness.

The initial tentative turn to qualitative health research in the 1990s turned
into a veritable flood with the establishment of conferences, societies, and
journals devoted to qualitative research. This was coupled with the develop-
ment of training programs and access to research funding that enabled the
growth of substantial qualitative research initiatives.

However, there remains the challenge of moving from research into prac-
tice, which has been an increasing consideration of funding agencies (Murray
2013). Indeed, most funding agencies today want to see evidence of impact
and ask what research has contributed in terms of policy making and profes-
sional practice. This is where many qualitative researchers have often been
frustrated.

Many policy makers continue to prefer the findings from quantitative
research with its convincing allure of statistics and certainty. Initially, qualita-
tive research was dismissed or, at best, sidelined as being of secondary impor-
tance. The promotion of the hierarchy of health research evidence (Guyatt
et al. 2000) and the establishment of the Cochrane research database contrib-
uted to a certain skepticism around qualitative research. The hierarchy placed
systematic reviews and randomized controlled trials (RCTs) at the pinnacle
of research and consigned case studies to the base. Qualitative research could
be considered, but only as preliminary work. Indeed, this encouraged many
qualitative researchers to describe their work as exploratory as if it was pos-
sible to develop and test certain hypotheses using quantitative methods sub-
sequently. But times are changing, and qualitative researchers are beginning
to better assert the value of their research. This has led to the development of
alternative hierarchies of qualitative research evidence (Daly et al. 2007) and
the opening up of the Cochrane database to qualitative research (see Noyes
etal. 2011).
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This leads me to the current handbook, which is a significant achievement
and contribution to the continuing debate about the role of qualitative research
in shaping health care. At first sight, the idea of a handbook of qualitative
health research for evidence-based practice might seem to be an oxymoron.
The original move for evidence-based practice was underpinned by an
assumption that only evidence that was quantifiable was suitable. This hand-
book clearly refutes that argument and is a veritable treasure trove of ideas on
how qualitative research can inform healthcare policy and practice. In doing
so, it challenges many of the hidden assumptions that have underpinned the
dominant positivist approach to science.

The term science is imbued with the imagery of the physical sciences with
reference to laboratories, experiments, measurement, and causal laws. This
approach to science evolved in the seventieth century, which was the age of the
scientific revolution and a break from a reliance on religion and superstition.
This era heralded the development of the scientific method, an empirical
approach that centered on careful observation, measurement, and experimenta-
tion. As a result, it was possible to develop causal laws that underlay everyday
natural processes. This process of science was refined through the concept of
hypothesis testing, which was a means of predicting and then testing the rela-
tionship between measureable variables. Through the process of careful devel-
opment of causal laws, it would be possible to develop an understanding of not
only the natural world but, increasingly, the human world. However, while this
approach underlies biomedicine, throughout the social and human sciences
there has been an increasing demand for an alternative approach that would be
systematic in its contribution to the development of knowledge but would also
allow room for imagination and interpretation. The postmodern movement in
the late twentieth century also opened up the debate about the variability of
interpretations, such that today there is increasing acceptance that there is room
for different approaches to—and interpretations of—research.

Flowing from the classical image of science was the assertion that evi-
dence had to be objective, verifiable, and replicable. It was the steady accu-
mulation of this form of evidence and its careful integration through
systematic reviews that would ensure healthcare decision-making would no
longer be subject to prejudices but would be based upon incontrovertible fact.
However, decision-making is a lot messier (Cartwright and Hardie 2012).

Indeed, despite substantial moves within health care to base decision-
making upon such scientific evidence, it is apparent that there are many fac-
tors that influence decision-making within health care and elsewhere. These
include, for example, the character of different forms of intervention, the
views of different client groups, access to resources, and powerful interest
groups. This is where qualitative research can provide us with insight into
processes. However, as this collection emphasizes, qualitative research is not
one approach but many. Although much of it still relies upon interviews, there
is increasing enthusiasm about ethnographic, participatory, and other forms
of research that have opened up exciting new vistas.

An increasing concern is the interpretation of qualitative data. A superfi-
cial approach to qualitative research assumes that it is just the collection and
presentation of a collection of client views. Today, we are aware that this is
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no longer the case. Data analysis involves the careful interpretation of data
through the lens of different interpretive frameworks (Flick 2013). Similarly,
in their guide to best practice in qualitative research, Daly et al. (2007) have
emphasized the importance of the conceptual framework.

This must be combined with an awareness of context. Health and illness
and research do not exist in a vacuum. Instead, the very experience of health
is socially, historically, and culturally located. It is through qualitative
research that we begin to grasp this variability. In the health arena the rise of
RCTs will help identify what interventions work but they are less likely to
expand on the variability of the effect—the why and when and for whom. As
Cartwright and Hardie (2012) emphasize, RCTs can tell us that a certain
intervention has worked in a certain setting with a certain population but
there is a need for more research to integrate these contextual factors into our
understanding. Qualitative research offers an opportunity to better explore
that variability.

However, there remains the danger that, in following in the footsteps of
quantitative researchers, qualitative researchers will be sucked into the orbit
of positivist science and lose their critical edge. Nothing is fixed. We live in
a changing world but can play a role in this change. The last 20 years has
made us aware of the importance of reflecting upon the purpose and values
underlying research. The nature of qualitative research brings us closer to
the subject of our research. We can begin to grasp the distress experienced
by the sick and the excluded during the very process of our research. The
previous distanced approach of the detached scientific investigator is chal-
lenged by the more socially engaged qualitative researcher. This makes it
even more pressing that qualitative researchers reflect upon these broader
social and moral issues.

This book introduces the many methods and approaches that qualitative
health researchers can access and demonstrates how they can have an impact.
But no approach is without its limitations. As we further develop our method-
ological sophistication, there is a need for this to be accompanied by ongoing
reflexivity and awareness about the nature of that impact and of our role in
contributing to a better world.

Keele University Michael Murray, Ph.D.
Staffordshire, UK
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The spiraling costs of health care worldwide, associated with increased public
scrutiny and emphasis on accountability for treatment outcomes, have set the
evidence-based practice movement in medicine and allied health sciences
afoot. However, despite major international efforts to develop practice stan-
dards and guidelines based on evidence in the health disciplines, advances in
the field have become politicized and stymied by a narrow and reductionist
understanding of the concept of evidence (Greenberg and Watson 2006; Hill
2006; Morse 2006).

Current understanding of evidence in health sciences, based essentially on
the quantitative research paradigm and a “one size fits all” treatment model,
has failed to address unique aspects of social contexts that shape the delivery
of health care. Growing numbers of societal healthcare stakeholders are chal-
lenging current notions of healthcare evidence as lacking utility due to the
neglect of perspectives related to factors such as gender, cultural, disability,
diversity, and systemic factors inherent in the provision of health interven-
tions. In 2005, the president of the American Psychological Association
(APA) established the Presidential Task Force on Evidence Based Practice in
Psychology (EBPP, APA 2006). Based on this report, the APA endorsed the
use of multiple types of evidence in identifying effective patient outcomes,
noting that different methods permit investigation of questions not well suited
to traditional research designs. Similarly, the Mental Health Commission of
Canada, citing a need to support a broad range of research approaches, called
for research based on appropriate evidence as one of its eight core goals for
transforming the mental health system. Expanding the notion of evidence is
also essential in order to adequately represent the integrative, interdisciplin-
ary, and biopsychosocial components of the World Health Organization’s
model of health, with its focus on the complex dynamic interactions among
various individual characteristics and environmental factors (WHO 2001;
Peterson 2005).

This Handbook is a pioneering attempt to expand the concept of evidence
by synthesizing qualitative evidence to date in critical areas of health. We
have defined qualitative research as empirical work that focuses on the mul-
tidimensionality and context of participants’ experiences, and that empha-
sizes nonlinearity. Thus qualitative researchers are able to answer questions
and generate bodies of evidence that are not accessible using quantitative
approaches. We invited our authors to revisit and articulate notions and issues
of evidence used in health disciplines, with a focus on exploring the growing



edges of evidence from qualitative studies and ways it could be used in
clinical practice, teaching, and health policy. Specifically we sought to criti-
cally examine how health disciplines constitute and use evidence, to high-
light the health-related evidence that has been developed in various fields
using qualitative health research, and to show how some of this evidence has
been used to solve important issues in health care. For these reasons, we
expect the Handbook to appeal to scholars, researchers, policy developers,
and practitioners responsible for defining evidence in health care and for
designing and developing best evidence-informed clinical practices that lead
to improved and equitably distributed health outcomes. The readers are likely
to include physicians, especially family physicians, psychiatrists, rehabilita-
tion medicine specialists, and occupational physicians, nurses, psychologists
of all specialties, social workers, rehabilitation therapists including voca-
tional rehabilitation professionals, occupational therapists, physiotherapists,
and counselors in a variety of settings.

The Handbook is divided into three parts. In the first part, the authors have
discussed some of the contextual issues such as culture, marginalization, and
point of view that are part of the growing discourse about evidence. The sec-
ond part begins with a chapter on evaluating qualitative research. The authors
of the remaining chapters in this part were asked to consider three fundamen-
tal conceptual, methodological, and practice questions arising in health
research: (1) what constitutes evidence in health interventions; (2) how could
the current notion of evidence be expanded to incorporate contributions from
qualitative research in their field; (3) how could qualitative evidence enhance
health outcomes. The third part begins with a chapter that expands notions of
evidence-based practice by showing how qualitative research can be used in
healthcare settings and includes a set of chapters where authors provided
examples in which evidence from qualitative studies has been used to change
various aspects of practice in health care. We conclude the handbook by out-
lining future directions for qualitative health research, and by inviting indi-
viduals to read the book as both a state-of-the-art academic synthesis of the
qualitative evidence to date in various areas and as a stepping stone to the use
of this newly integrated evidence to inform best practices in healthcare inter-
ventions and practice, on par with evidence from quantitative studies.

This Handbook attests to the richness and diversity of qualitative research
in health. Such was not always the case, particularly in terms of how the
knowledge about and practice of health was reflected in scholarly journals.
We, as editors, are pleased by the substantial canon of qualitative health
research represented in this Handbook, not only across chapters but also
within chapters. At the same time, we acknowledge limitations and gaps that
for a variety of reasons are not addressed herein. For example, we welcome
and acknowledge the need for further discussion about the importance of
context, particularly from indigenous scholars and scholars from developing
countries. We also acknowledge that a handbook of this kind may send a tacit
message that its contents circumscribe the field of qualitative health research.
This is neither our intention nor the outcome. On the contrary, we hope that
these chapters are outward and forward looking in how health is conceptual-
ized, researched, and practiced. While we expect that readers will find that we
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have not emphasized a particular method, model, or approach, we also hope
that there is enough consistency to ward off any criticism of 32 stand-alone
chapters. We have addressed many substantive health topics, but recognize
that we have not been as comprehensive as possible. Ultimately we hope the
Handbook encourages researchers, practitioners, and policy makers, as well
as students, to continue important conversations about health in a more con-
textual way that is close to the human, everyday experience of people.

The diversity that we hope is represented in this Handbook reflects some
of the differences we share as editors. We come from different backgrounds
(rehabilitation, nursing, and psychology), we have engaged in different kinds
of qualitative research, and have used different paradigms and methods. We
have not agreed on every claim or position taken in the Handbook. But we
endorse this work as a whole precisely because it includes well-articulated,
challenging, contradictory, and innovative views, which we hope will foster
constructive debate about health interventions, followed by enhanced
research evidence collection approaches and better clinical practices.

We want to conclude these introductory remarks by thanking others
involved in this project for their assistance and cooperation. First and fore-
most, we thank the chapter authors and co-authors whose contributions to this
work have been significant and without which this project would not have
come to fruition. We appreciate the quality of their work, their commitment
to the project, and their responsiveness to our feedback. We are also highly
indebted to Catherine Chlebak, Negin Naraghi, and Louise Young who coor-
dinated the work, corresponded with authors, kept us on track, and did a first
copyediting of the chapters. Special thanks are due to Janice Stern of
Springer Science + Business Media for her wholehearted support of this work.
This work was also supported by a Faculty of Education Research Infrastructure
Grant from the University of British Columbia, for which we are grateful.
Finally, we thank our family members, colleagues, students, and friends
whose inspiration and support was manifest in many, often imperceptible,
ways during the course of our engagement with this Handbook.

Edmonton, AB, Canada Karin Olson
Vancouver, BC, Canada Richard A. Young
Vancouver, BC, Canada Izabela Z. Schultz
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Setting the Stage



Karin Olson, Richard A. Young,

and lzabela Z. Schultz

Clearly the world is in a period of profound
change—culturally, environmentally, and techno-
logically. One easily resonates with Dorothy’s
observation on landing in the Land of Oz and
encountering the Good Witch of the North, “Now
I know we are not in Kansas anymore.” So it is
with health care and health research.

In the last two decades, health-care models and
systems worldwide have been going through a
major evolutionary change to address increased
clinical complexity and social and cultural diversity
in service delivery, shifting demographic trends,
growing demand, decreasing resources, and spiral-
ing costs. These changes involve advancement of an
integrative biopsychosocial paradigm replacing the
archaic Cartesian biomedical model and increased
focus on predictors of health-care outcomes, out-
come measurement, evidence-supported policy and
practice, as well as cost-benefit analysis of health
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interventions. All these developments require an
approach to research evidence that delivers the type
and quality of evidence that can address these grow-
ing system-wide challenges.

One potent characteristic of this period of
transformation and change in health research is
the praiseworthy shift to evidence-based policy
and practice, which can be limited and consid-
ered reductionistic if tied too exclusively to ran-
domized control trials (RCTs). The other
characteristic of this period is a burgeoning cor-
pus of qualitative health research, which speaks
to evidence-based practice in ways that are differ-
ent but equally important as RCTs. Qualitative
health research is the subject of this handbook.

The changes that influence and are influenced
by qualitative health research are multifaceted.
These changes invite researchers, practitioners,
and the public to consider health in light of the
context in which it is engaged, the experiential
meanings that individuals, groups, and cultures
ascribe to health, and the very conceptualization
of health itself. The research approaches through
which one is able to view and obtain this infor-
mation are rooted in ontological and epistemo-
logical understandings that may initially appear a
step or two removed from health research as it is
currently conducted. These new approaches,
however, are core to engaging with the transfor-
mations required to solve the challenges facing
the health-care systems worldwide.

K. Olson et al. (eds.), Handbook of Qualitative Health Research for Evidence-Based Practice,
Handbooks in Health, Work, and Disability 4, DOI 10.1007/978-1-4939-2920-7_1
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The Place of Context
in Evidence

1.1

Part I begins with a discussion about the impor-
tance of context. Contributors have illustrated
how evidence can be expanded when a serious
attempt is made to find ways to directly incorpo-
rate the voices of those being studied and the
added value that this more expansive view can
bring to the solution of important health-care
problems. Evidence is context bound, however,
and thus context must be included in both con-
ceptualizing and interpreting results, particularly
when trying to address research questions that
focus on marginalized or otherwise vulnerable
populations. Two of the contributors in Part I
argued for accessing context and the complexity
inherent in it by conceptualizing health as
goal-directed action, which has both integrative
and interdisciplinary implications for research.
Shifting to an organizational perspective, the
section also includes a chapter in which ways
qualitative research could be used to help meet
organizational objectives. Part I concludes with
the challenge to think more carefully about gen-
eralizability, one of the thorny issues in qualita-
tive research, particularly when trying to decide
what evidence one actually has. Beginning with
the challenges associated with generalizability in
quantitative research, the reader is asked to con-
sider generalizability from the standpoint of
qualitative studies. This chapter triggered many
interesting discussions about generalizability
among us as editors and with students in our
classes. One nursing student offered a perspec-
tive that we had not considered by introducing
concepts from research utilization. She noted that
while the leap from generalizability to use of
research findings may be a long one, it was worth
thinking about because it helped to expand tradi-
tional notions of generalizability. She went on to
point out Estabrooks’ (1999) arguments about the
forms that the use of research findings may take.
While some research findings may be translated
into products such as protocols or clinical prac-
tice guidelines that could be used to change
practice, research may also be used conceptually
to alter thinking and “enlighten” the health-care
provider by providing new information about
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what an experience is like or used symbolically
for social or political purposes to persuade or
support a position or practice. In our view, the
findings of qualitative research are particularly
suited for these conceptual and symbolic uses.

1.2  Examples of Evidence

Beginning with a chapter about the evaluation of
qualitative research, Part II of the handbook is
intended to showcase examples of evidence from
qualitative research in a broad range of topics
within health research. Some contributors dis-
cussed the qualitative health research on key sub-
topics within their fields, while others provided a
broader discussion of the qualitative health
research in their area for a defined period of time.
The reader is encouraged to read this group of
chapters as a whole in order to appreciate the
variation in definitions of evidence. This varia-
tion helps to make the social construction of evi-
dence more explicit. In addition to describing
their views of evidence, these contributors were
asked to describe their search strategies, so that
interested readers could use these summaries as
points of departure for their own work and track
the subsequently published evidence. By summa-
rizing the qualitative studies in their respective
fields, these contributors showed what “counts”
as evidence from their perspectives.

The development of valid and reliable strate-
gies for combining studies in order to build evi-
dence is one of the hallmarks of evidence-based
practice. Strategies for building evidence from
both quantitative and qualitative studies began
surfacing in the peer-reviewed literature in the
late 1980s and early 1990s. Jenson and Allen
(1994) outlined a strategy for synthesizing the
results of qualitative research, and groups such as
the Cochrane Qualitative and Implementation
Methods Group have developed countless
additional approaches. A search of Cinahl alone
identified over 1000 articles in which the authors
sought to use one of these strategies to summa-
rize the results of qualitative studies within a
given field. The majority of the contributors in
Part II of the handbook used a narrative review
strategy.
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1.3  Using Evidence
from Qualitative Studies

to Improve Health Outcomes

Part III of the handbook begins with a chapter
that formally extends the discussion about
evidence-based practice and research utilization
by discussing modes of application and the con-
tributions of qualitative inquiry. The remaining
chapters are from leaders in qualitative research
and highlight examples of how evidence from
qualitative studies has already been used to
change clinical practice and education, guide
research, and inform policy in key arenas within
health-care systems around the world.

The availability of summaries of qualitative
studies has raised questions about the nature of
the evidence obtained. These are important ques-
tions given the interest in health-care environ-
ments to use the “best” evidence when making
health-care decisions. Some approaches to evalu-
ating evidence consider the evidence available
through syntheses of qualitative research as infe-
rior to that obtained from quantitative studies
(Peterson et al. 2014), while others argue that the
evidence from qualitative studies, although dif-
ferent than the evidence from quantitative stud-
ies, is equally valuable (Upsur 2001). The
chapters in section three provide support for
Upsur’s position because they show how evi-
dence from qualitative research was used to solve
important health-related questions.

1.4 Take-Home Messages

As you read this book, we would like you to keep
two take-home messages in mind. The first one is
that the decisions about how evidence is defined
and constructed are sociopolitical, and thus not all
those working in health care will define evidence
the same way. By privileging randomized control
trials as the “best” evidence, the evidence obtained
from studies that focus on health-care questions
not suitable to randomization and/or quantification
is excluded. The very features that make random-
ized control trials useful for some research ques-
tions make them useless for generating evidence
about other problems in health care.

Rather than limiting one’s approach to evidence
from randomized control trials only, Upsur
argues for generating evidence by matching the
design to the nature of the clinical problem one
is trying to address (1991). From this perspec-
tive, one has access to more existing evidence.
Indeed, such an approach could include evi-
dence from Bayesian reasoning and econometric
approaches, as well as from historical and social
forms of research that incorporate social and
cultural considerations and frameworks rooted
in perspectives such as critical social theory and
postmodernism. Using Upsur’s approach, a much
broader evidentiary base becomes available, and
one may then choose the type of evidence rather
than the level of evidence required.

The second take-home message is that health
researchers interested in questions best studied
using qualitative research studies need to con-
tinue building vehicles that move their summa-
rized or synthesized findings into use in
health-care settings. On the surface, the ongoing
question seems to be about how much evidence
is needed before utilization can be considered,
but we think the question of utilization is about
much more than just the mere amount of evi-
dence. Moving evidence into practice is hard
work. Estabrooks (1991) notes that “enough”
was known about scurvy 263 years before citrus
was finally introduced on ships as a dietary
supplement.

As the contributors of the handbook have
shown, one of the key challenges associated
with moving the evidence from qualitative
research into practice is associated with accom-
modation of the larger complex macrosystem
issues such as poverty, profit margins, and glo-
balization, which are made explicit in qualita-
tive research. A key part of this challenge is
nagging doubts about the certainty of the evi-
dence from qualitative studies. While meta-
analysis has provided quantitative researchers
with the tools for assessing certainty and even
increasing effect size, the ontological and epis-
temological assumptions inherent in the research
designs used in qualitative research make it
essentially impossible to ever obtain certainty in
the same way. As noted above, however, there is
a growing body of literature about alternative



approaches for increasing the confidence in
findings from qualitative research by combining
results in various ways. The narrative reviews
presented in Part II of this handbook are one
such approach. The chapters presented in Part
IIT show that this approach has already demon-
strated utility when solving problems in health-
care settings.

As you read this book, we hope that you are
challenged to think about the nature of evidence
derived from qualitative research in new ways
and to see the breadth it adds to the evidentiary
base for solving complex problems in health-
care systems. As the contributors to this hand-
book have shown, the evidence already available
from qualitative studies is significant. We chal-
lenge you to add to this evidence where needed
and to fill in the gaps where evidence is limited.
We also challenge you to develop strategies that
implement and evaluate the usefulness of this
evidence in clinical practice, policy, and health-
care system.

We welcome a wide, multidisciplinary reader-
ship of this handbook: physicians, nurses, psy-
chologists, occupational therapists, vocational
rehabilitation professionals, and other allied
health professionals. In addition to health scien-
tists and researchers, we invite all health-care
stakeholders, including clinicians, program and
best practice developers, policy and decision
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makers, and health-care and compensation sys-
tem executives and management, to join us in
integrating qualitative evidence into evidentiary
guidance for building better patient-centered
health care and for producing improved individ-
ual health, systemic, and economic outcomes.
The impressive but undervalued body of knowl-
edge generated from qualitative research is of
critical importance in times of mounting health-
care challenges and associated spiraling costs
worldwide.
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Mohan Dutta

2.1 Diversity

I define diversity as a concept that is inclusive of
all individuals within a society. Diversity cap-
tures the cultural differences within and between
populations. In such a view of diversity, it is
acknowledged that one size does not fit all, and
therefore practices need to be adapted to cultural
settings and characteristics of populations. The
role of qualitative health research in the context
of diversity is to discover the key characteristics
of culture that need to be incorporated into health
practices. Qualitative research offers insights into
a diverse population through the presentation of
cultural interpretations in context. The context
emerges through in-depth interviews, focus
groups, and ethnographies, thus pointing to the
aspects of the culture that need to be taken into
account in shaping health practices.

In addressing diversity, researchers must note
that issues of diversity relate broadly to the social
context of knowledge production, including what
the research questions are, and how data are gath-
ered and interpreted, and thus construct research
approaches that take these issues into account.
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That research is inherently political related to the
framework within which evidence is constituted
and the agendas of the status quo. Questions of
diversity thus also relate to broader questions of
power and the ways in which power is inter-
twined with the representation of diversity.

For instance, an interviewer who asks African
Americans in a low-income community about
their consumption of fruits and vegetables must
understand the cultural interpretations of fruit
and vegetable consumption. These interpreta-
tions can then be incorporated into culturally
sensitive communication interventions that pro-
mote fruit and vegetable consumption through
culturally targeted messages. Asking broader
questions of power in the context of fruit and
vegetable consumption, in turn, would push the
in-depth interview to engage with the broader
structures within which meanings are interpreted
and seek to examine the ways in which these
structures emerge in the narratives of African
Americans in a low-income community. Such
attention to power and structure could guide
researchers toward interrogating the structures
of food distribution, the commoditization of
fruits and vegetables, the lack of availability of
affordable fruits and vegetables in low-income
communities, the limited economic opportuni-
ties for African Americans, and the high density
of fast-food restaurants in low-income African
American communities. The parts of the context
that are featured in qualitative research relate to
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the broader goals of the researchers, the relation-
ship of the research process to the dominant
structures of articulation, and the relationship of
researchers with communities.

Research about diversity is guided by an
emphasis on difference, understood through the
expressions of structural context in the partici-
pants’ articulations and the ways in which these
expressions of health differ from the expressions
in the mainstream. For instance, research on
Native American experiences of health in the
realm of diabetes offers an interpretive frame for
understanding the clinical practices around dia-
betes in the context of the lived experiences of
Native Americans (Struthers et al. 2003). In this
way, difference becomes the key entry point for
engaging in research and becomes the point of
interest in developing guidelines for evidence-
based practice (Meadows-Oliver 2009). Rather
than write over this difference in order to gener-
alize or co-opt this difference into a broader
overarching framework, qualitative research
offers guidance regarding the ways in which dif-
ference is in and of itself the precise framework
for the delivery of care (Dutta 2008). The under-
standing and treatment of evidence needs to be
juxtaposed in the backdrop of this difference.
Similarly, with respect to the gendered organiz-
ing of health-care processes, qualitative research
foregrounds the ways in which gendered assump-
tions guide evidence and, therefore, offer mean-
ingful interpretive frames for considering gender
when addressing health needs.

In the experiences of different races, the exam-
ination of health-care disparities is guided by the
rich insights into dynamic and changing contexts
gleaned from qualitative research. Postcolonial
theorists in qualitative research note that qualita-
tive research shapes postcolonial contexts and
offers insights into which research questions are
asked, how problems are configured, and the
research methods that are developed. The cultural
logics of neocolonial configurations are interro-
gated for the processes of disempowerment they
perpetuate. For instance, qualitative researchers
working in postcolonial contexts share ways in
which mainstream understandings of health erase
the participants’ expressions of their own agency,
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treating participants as primitive individuals and
treating culture as barrier to the promotion of
effective health behaviors and practices (Chilisa
2005; Dutta 2008; Smith 1999). Ethnographies,
in-depth interviews, and focus groups conducted
in postcolonial contexts offer opportunities for
disrupting the dominant frames in research and
for interrogating the taken-for-granted assump-
tions that circulate in these frames. The presence
of postcolonial voices in discursive spaces of
knowledge production interrupts the overarching
frameworks and interrogates the forms of margin-
alization that are paradoxically intertwined with
these very frameworks.

Studies focused on diversity often highlight
certain groups that are disenfranchised because of
their difference from the mainstream or cultural
differences that distinguish them as a population
subgroup (Airhihenbuwa 1995; Airhihenbuwa
and Obregon 2000; Dutta 2008). I am particu-
larly concerned about structures with the social
context that may constrain the health of disen-
franchised groups (Basu and Dutta 2008, 2009;
Dutta 2008). Structures of particular concern
include health policies and programs as well as
particular cultural characteristics of a subgroup
(Airhihenbuwa 1995; Airhihenbuwa and Obregon
2000; Dutta 2008; Varjas et al. 2005). Culture
here refers “to an organized body of rules con-
cerning the ways in which individuals in a popula-
tion should communicate with one another, think
about themselves and their environments, and
behave towards one another and towards objects
in their environments” (LeVine 1973, p. 4). These
rules are neither static nor monolithic, and each
of us is part of many cultures. For example, one
may be influenced by “rules” related to employ-
ment, his or her role within their family, ethnicity,
and geographic region.

The Production
of Knowledge About
Diversity

2.2

Knowledge about diversity can be produced in
many ways. The knowledge about diversity that is
obtained through qualitative research is particularly
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valuable because the qualitative researcher is
required to consider both the data and the social
context from which the data are obtained. Context
is constituted in the lived experiences, spaces of
meaning making, and stories of life shared by
community members as they negotiate the
structures, including the structures of practice,
within which they find themselves (Dutta 2008).
As the researcher learns more about the context,
new understanding and insights are gained. This
new understanding shapes the ways the researcher
asks questions, gathers and analyzes data, and
uses the research results. The resulting data help
the researcher understand the complex and
dynamic nature of the contexts surrounding the
data, understand the meaning of the data, and
highlight implicit aspects of the context that
may be contributing to disenfranchisement.
Knowledge of these contexts may also help the
researcher assess factors that could enhance the
effectiveness of solutions implemented within
these contexts that take diversity into account.
The relationship between context and qualita-
tive research is central to the development of
knowledge about health and diversity (Dutta and
Basu 2007a, b; Basu and Dutta 2008). The avail-
ability of data about social contexts provides
insight into the rich and dynamic web of mean-
ings that surround health policies and programs
(Doornbos et al. 2013; Dutta 2008; Nastasi and
Schensul 2005; Nastasi et al. 2004; Varjas et al.
2005). The explicit examination of context there-
fore provides a framework of understanding
meaning and stories that offer insights into the
nature of practice, the gaps in practice, and ele-
ments of disenfranchisement that are built into
the social context. Thus, these data help the
researcher understand the complex and dynamic
nature of the social context surrounding the data
and highlight implicit aspects of the context that
could be contributing to disenfranchisement.
The insights obtained through qualitative
research about diversity are available because
the data are obtained through engagement with
community members in naturalistic settings
(Lincoln and Guba 1985). For instance, research-
ers who use qualitative research approaches to
understand multicultural and culturally sensitive

health practices are able to learn about both the
meaning of practices and the ways in which the
practices relate to the diverse needs of commu-
nity members (Dutta 2007; Nastasi and Schensul
2005; Nastasi et al. 2004; Varjas et al. 2005).

Qualitative research changes the power rela-
tionship between the participants and the
researcher. Participants are typically configured
as recipients of interventions and policies.
Community-based approaches to qualitative
research, however, offer participants the opportu-
nity to shift this power relationship and become
creators of interventions and policies (Wallerstein
and Duran 2006). Similarly, a culture-centered
approach to local participation foregrounds the
theoretical insights that emerge through local
participation (Basu and Dutta 2008, 2009; Dutta
2004a, b, 2007, 2008, 2011). The grounding of
research in the hands of communities creates an
entry point for the development of practice that is
intrinsically intertwined with the needs and aspi-
rations of communities and foregrounds the
social contexts within which research is carried
out. For example, the Navajo Nation Institutional
Review Board developed sophisticated processes
of evaluation for determining whether research
with Navajo participants would be allowed. If so,
researchers are invited to move into the very
social contexts that they seek to describe and, in
doing so, work through participatory processes
that are rooted in the voices of communities
(Wallerstein and Duran 2006).

Because qualitative research is focused on the
voices of participants, it provides novel
approaches for considering the effectiveness of
policies, programs, and practices intended to
benefit disenfranchised groups. By using qualita-
tive research designs, the participants help to
determine what counts as data, how the data are
interpreted, and what the practical ramifications
of the study will be. The culture-centered
approach (CCA) foregrounds a framework based
on listening to communities at the margins as a
catalyst for structural transformation (Dutta
2008). Listening becomes a way of “talking
back” to the structures inhabited by researchers
and policy makers and for interrogating the ways
in which these structures may perpetuate the
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inequities in all areas of life, including health.
The new meanings that emerge may be used to
interrogate barriers and reshape practice in ways
that are inclusive of marginalized groups (Nastasi
et al. 2004; Varjas et al. 2005). These new mean-
ings may also be used to question the relation-
ships between research and practice and the
manner in which social context influences power
structures that shape these relationships (Dutta
2004a, b, 2008; Dutta and Basu 2007a, b).

23 Power and Qualitative

Research

As noted earlier, engaging with context draws
attention to the structural frameworks within
which research endeavors are measured and
evaluated (Dutta and Basu 2013). Therefore,
putting qualitative research in context also
means that qualitative researchers turn the lens
on the very structures of knowledge they inhabit,
(auto)ethnographically examining these struc-
tures and the practices within these structures
and also interrogating the very processes of evi-
dence making and articulation of standards (see
Alford 2000). To the extent that the context of
the research process becomes centered in dis-
cussions of evidence, possibilities are created
for community participation in working through
the evidence in collaboration with researchers
and practitioners. In this way, knowledge
obtained through qualitative research shifts
power relationships. Context also taps into the
historical and geographical structures that privi-
lege specific forms of knowledge, specific pro-
cesses for making knowledge claims, and the
specific forms of articulations that are accept-
able (Dutta 2008).

2.3.1 The Politics of Qualitative

Research

Who are the key stakeholders that participate in
the evaluation, articulation, and interpretation of
research results, and how are values tied to
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research situated within broader political structures?
The answer to this question is complex. Morse
(2006) notes that sometimes qualitative research
is simply excluded from the agendas of funding
agencies. The growth of the comparative effec-
tiveness research movement around the world,
however, shows more subtle political influences.
Comparative effectiveness research is research
that compares the benefits and harms of various
approaches to the prevention, treatment, and
monitoring of specific conditions or the delivery
of health care, by synthesizing the results of all
relevant studies on the topic of interest. Thus,
the emphasis is at the population level, rather
than at the level of the individual. While not
specifically excluding qualitative research, the
emphasis is clearly on the use of numeric data
(Manchikanti et al. 2010; Meadows-Oliver
2009). One of the dangers of the comparative
effectiveness research movement is the possibil-
ity that, because the voices of those from diverse
communities are difficult to quantify, especially
the voices of those communities at the margins
of society, they will not be heard and therefore
will not be considered in the development of the
health-care agenda.

Attending to the politics of qualitative research
is important because it foregrounds the political
processes that make up the structures of evalua-
tion and the corresponding structures used to
develop policies. As a result, conversation turns
to the location of research within political pro-
cesses, and the traditional ideas about research
being held at an objective distance from the polit-
ical process are questioned. Now critical insights
about the rubric of objectivity are clearer, and one
may examine how such a rubric gets tied to the
agendas of the power structures, such as private
sector, large transnational corporations, and phar-
maceutical lobbies (Dutta 2008). Understanding
the politics of research also becomes an impor-
tant organizing frame for identifying the political
processes through which structural transforma-
tions may be sought, and complementary pro-
cesses for dialogue and simultaneously exploring
spaces of antagonism that include marginalized
groups may be found.
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2.3.2 Relationships in Qualitative
Research

The political nature of qualitative research has
implications for relationships within qualitative
research. Qualitative researchers often work with
both communities that are disenfranchised and
structures in the mainstream in order to articulate
entry points for change (Bungay 2013).
Relationships between researchers and individu-
als from disenfranchised communities are unique
because they are embedded in inequities of power
and access to resources. Often the expectations
that researchers bring to the table differ from the
experiences and expectations of disenfranchised
communities. Thus, it is important that these
relationships are long term, starting long before
the project and continuing long after its comple-
tion. Long-term relationships are needed in order
to meaningfully identify the scope of problems to
be addressed and to have the time required to col-
laboratively determine and then implement solu-
tions that are evidence based, that are sustainable,
and that will improve health practice. Time is
also needed for qualitative researchers working
with marginalized communities to negotiate the
required relationships with the dominant struc-
tures they inhabit, such as institutional structures
and expectations that are tied to these structures
and the overarching attitude toward qualitative
research within these dominant structures (Mauk
2008; Morse 20006).

2.3.3 What Counts as Evidence?

The political nature of qualitative research raises
questions about the research questions that are
asked, the research goals that are set up, and how
these central features of a study fit the metrics for
evaluating research that are often embedded
within the dominant structures of knowledge pro-
duction. When one chooses to conduct research
with diverse communities, especially those from
the margins of society, the research processes
disrupt the normative Eurocentric assumptions
that are built into research studies and into the
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broader academic understanding of what counts
as evidence. When clinical data gathered through
randomized control trials are considered to be the
only framework from which to evaluate practice,
the voices and ways of understanding communi-
ties at the margins are more likely to be excluded.
For this reason, it is especially important to open
up spaces for participation of disenfranchised
communities in processes of establishing goals,
parameters for measurement, and establishment
of evaluative research design. In this way, the
researcher is able to also open up the conversa-
tion about what counts as legitimate evidence
from the standpoint of the community. For
instance, when a community articulates the sto-
ries of heart attack experienced by community
members as legitimate evidence, this becomes an
entry point for acknowledging stories of heart
health within the discursive space.

It is difficult to study questions of relevance
to diversity in health care because the assump-
tions that guide the predominant research
approach methods represent the biases of the sta-
tus quo and devalue the voices of disenfran-
chised communities. Research approaches that
question these assumptions open up spaces for
other ways of knowing, for other ways of under-
standing and evaluating practice, and for adding
these other ways of understanding and evalua-
tion to a systematic set of criteria that engage the
mainstream. This back-and-forth flow between
the dominant structures in the mainstream and
the spaces for articulating alternatives that are
grounded in community experiences is vital to
questions about evidence because they are both
embedded in the community’s lived experiences
and are engaged with the expectations of the
mainstream. For example, community-based
focus groups for evaluating practice emerge as
spaces for sharing community voices in conver-
sation with each other, building on collective
community responses, and working through dif-
ferences that are articulated in the community.
Such a method becomes open to understanding the
different interpretations of practice and situating
evidence within this diversity of different under-
standings, interpretations, and lived experiences.
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What we see here is the central locus of lived
experiences in understanding practice. Engaging
in conversations about the nature of evidence
offers a framework for democratizing knowl-
edge and for resisting the disenfranchisement of
diverse communities. Putting empiricism in con-
text means that researchers work with communi-
ties in making sense of data, in interpreting data,
and in connecting data to health practice that is
rooted in social justice. A key part of this process
is in building community capacities for partici-
pating in the research process for developing the
evidence base. To the extent that diverse com-
munities are able to participate in the discursive
space in understanding evidence, in questioning
it, and in attending to what is present and what is
absent, opportunities are opened up for situating
the evidence amid questions of diversity.

2.3.4 Evidence and Change

When working with evidence in partnership with
diverse communities, evidence becomes con-
nected to the politics of social change because the
researcher works actively to funnel the research
questions through the voices of community mem-
bers’ stories of their lived experiences. For
instance, if African American community mem-
bers were given opportunities to articulate their
perceptions of connections between racism,
stress, and heart health outcomes, the framework
for evidence would also need to include issues
important to them, such as racism and stress. The
designs available to qualitative researchers are
well suited for this process. New questions
become possible, and these questions guide
evidence-gathering processes that resituate the
research process.

The broader framework of working toward
building an evidence base also raises important
questions of evidence gathering related to the
structures and systems of health care, the struc-
tures and systems of health practices, and the out-
comes that are associated with these structures
and practices. For instance, guiding the framework
for evidence-based practice toward questions of
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health-care systems, health-care costs, and the
associated outcomes would mean that research-
ers would need to ask questions that fundamen-
tally interrogate the capitalist framework of
health care, the rising cost structure within this
system, and the profit motives that fundamentally
guide this system and then compare this system
with other systems of health care.

2.3.5 Power, Evidence, and Health

Evidence-based practice in health-care settings is
formulated under the assumption that the practice
of health-care delivery can be shaped by the body
of evidence that has been gathered by research-
ers. The impetus of evidence-based practice in
health is driven by generalizability and the belief
that generalizability is the cornerstone of scien-
tific practice. When a limited view of what counts
as evidence is held, the resulting practice ignores
the central role of context and hence the frag-
mented, multiple, and often polymorphic layers
of meaning related to health that diverse commu-
nities hold. The drive toward generalizability
thus undermines the vital role of context as a
guiding feature of practice and is antithetical to
the notion of culturally sensitive practice.
Moreover, from the framework of the culture-
centered approach that notes the dynamic and
emerging nature of culture, evidence-based prac-
tice approaches that attempt to take multicultur-
alism into account do so by incorporating culture
as a variable, that is, measured by a fixed set of
values, beliefs, and practices and treated as
monolithic. This approach does not attend to the
contradictory, competing, and often shifting
nature cultures.

Qualitative researchers addressing health
issues with diverse communities must make sure
that community needs are introduced into the
research frame and that community needs are
articulated in the identification of problems for
evidence gathering. In mobilizing for resources,
qualitative researchers could work with commu-
nity members to offer guidelines on key concepts
to be mapped out and measured that take the
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lived experiences of community participants into
account. In understanding the evidence and in
connecting the evidence to practice, voices of
community members could shape how evidence
is incorporated into the realms of practice, fore-
grounding the local context within the realm of
the evidence-practice linkage.

2.3.6 Qualitative Research
in Neoliberal Contexts

Increasingly, as the global configurations of
health have been constituted under the logic of
the free market, large-scale inequalities in health
outcomes have resulted from the growth-driven
logic of development, simultaneously reducing
public resources and minimizing state-driven
welfare programs (Dutta 2011). Communities of
color, communities in the global South, and poor
communities have often been at the receiving end
of neoliberal health policies that drive the hege-
mony of the market logic in the realm of health
(Dutta 2008). Therefore, qualitative research
plays a vital role in documenting the experiences
of health at the global margins, documenting the
ways in which poorer health outcomes have been
produced as a result of the implementation of
structural adjustment programs. Whereas large-
scale quantitative data are unable to capture the
struggles with poverty among the disenfran-
chised sectors, in-depth qualitative data can pro-
vide close insights into the lived experiences of
the poor through thick description. Qualitative
research, such as longitudinal in-depth interviews
conducted over a sustained period of time, docu-
ments the contextual features of inequities and
the ways in which these features are situated
amid changing economic and political structures
as nation states have liberalized. In documenting
the lived experiences at the global margins amid
the neoliberal shifts in global economics and pol-
itics, qualitative researchers could develop
important alternate conceptual frameworks and
evidence bases for interrogating the role of neo-
liberal policies in health and health care.
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24  Using Qualitative Research
About Diversity to Shape
Health Practice

2.4.1 Qualitative Research as a Tool

Qualitative research can be used as a tool to shape
practice by offering insights into the parameters
of problems, scope of solutions, and the possible
outcomes including practices (Hitchcock et al.
2005; Mills et al. 2005). Qualitative research also
provides empirical evidence about the disenfran-
chisement of communities and sets the stage for
evaluating the established sets of practices
(Braithwaite et al. 2006). It is through qualitative
research with marginalized groups that the
researcher is able to obtain deep insights into
both the inequities in health practices and the
broader structures that constitute health
(Doornbos et al. 2013). For instance, through an
ethnographic study in which data were collected
from five focus groups conducted with women
from ethnically diverse and impoverished neigh-
borhoods, Doornbos et al. (2013) and the focus
group participants collaborated to articulate their
important concerns about anxiety and depres-
sion. They offered insights into the opportunities
for addressing the concerns, for mapping current
resources, and for developing a framework for
desired resources such as support groups, educa-
tional resources about anxiety/depression, and
resources such as family/community activities,
church involvement, and professional resources.

Highlighting the important role of context, the
research on health inequities points toward an
imbalance in the quality of care received by
patients of different races in the United States
(Kreps 2005). For example, in a study of various
underserved groups including racial and ethnic
minorities, the under- and uninsured, immigrants,
homeless populations, ex-offenders, and incar-
cerated populations, Braithwaite and colleagues
were able to identify gaps in services for under-
served communities (2006). They also identified
strategies for developing and improving health
services, leveraging and building support for the
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health-care safety net, highlighting community
needs and community-driven solutions, design-
ing and implementing locally driven solutions,
and building the evidence base to guide local,
state, and national strategies. The impact of the
community voice projects undertaken by
Braithwaite and colleagues is evident in the
model offered by the project for the federally
funded Healthy Communities Access Program,
the groundbreaking work with the community
health workers program, and its advocacy role in
bringing oral health, men’s health, and prison
health to the forefront of public health.

Historically, in evaluating policies and inter-
ventions, research has been understood primarily
as a tool for quantifying outcomes (Hadorn et al.
1996). The ultimate expression of effective
research in the context of practice has been the
randomized control trial. Qualitative research, in
comparison, offers thick descriptions that are rich
accounts of the practices and events. Evaluators
using both quantitative and qualitative approaches
are able to build on the strengths of both types of
designs. While researchers using quantitative
data are able to provide numeric results often
sought particularly in health-care system
research, qualitative researchers are able to chal-
lenge the assumptions embedded in quantitative
designs, add information about the social con-
texts through which quantitative data might be
understood, and provide interpretive frames and
meaning parameters to guide practice (Hitchcock
et al. 2005; Mills et al. 2005).

The in-depth and open-ended data collection
strategies found in qualitative designs provide a
mechanism for showing the worldviews of disen-
franchised communities. Such strategies place
the perspective of disenfranchised communities
within the research frame and point toward the
limits of dominant configurations of practice. In
my own work with disenfranchised indigenous
communities of Santalis in Eastern India (Dutta
2004a, b), conversations with community mem-
bers offered insights into the structural marginal-
ization of Santalis and suggestions for developing
health practices that addressed the basic needs of
community members. The in-depth interviews
also offered new conceptual parameters, such as
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corruption in the delivery of health care that
provided directions for addressing the practice of
health care for underserved communities in India.
In this way, in-depth interviewing emerges as a
guiding tool that foregrounds corruption in the
health-care system as a vital element of health
practice that needs to be addressed.

On a similar note, conducted focus groups and
in-depth interviews in a community of poor and
underserved Latinos and then led a community-
based workshop among key stakeholders that
identified mental health stigma, immigration-
related stress, violence and alcoholism, and con-
cerns about psychotropic medicines as the key
elements of a mental health research agenda.
Similarly, through in-depth interviews conducted
with African American women residing in
Chicago, offered insights into the processes of
weathering experienced by African American
women, narrativizing the stories of institutional
racism and limited access to resources that in turn
constituted in their relationship to heart disease.
The twelve women who were interviewed by
drew attention to the social context of heart dis-
ease, pointing toward the everyday experiences
of racism, poor access to health, family disrup-
tions, financial hardships, and environmental
hazards as integral to the experiences of African
American women with heart health. The stories
shared by the women offered insight into the
ways socially just practices could address the
structural features of institutional racism and lim-
ited access to resources.

Finally, engaging communities at the margins
in conversations through qualitative research
counters the silencing of this population that is
often built into the frameworks that dominate
research (Basu and Dutta 2008, 2009).
Specifically in the realm of issues of diversity
where the concept of culture has often been
treated as an exotic construct that acts as a barrier
to the deployment of effective practice, conversa-
tions with community members become a way
for inverting the logic of culture as pathology and
for foregrounding the role of culture in the
domain of science of practice. Foregrounding
context in the research process shows the research
process as a cultural artifact and leads to a closer
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interrogation of the assumptions and logic that
make up the research process. For example, one
may question the expectations that are tied to the
design, deployment, evaluation, and publication
of randomized controlled trials: how context
emerges in the framework of randomized control
trials, the implications of obtaining funding for
randomized control trials from transnational cor-
porations that manufacture the medications being
evaluated in the trial, and how communities at the
margins interpret these elements of context in
their practices of health.

2.4.2 Qualitative Research
as an Evaluative Mechanism

In a traditional sense, evidence-based practice in
health settings has typically been associated with
quantitative research and, more specifically, with
randomized control trials (Meadows-Oliver
2009). The related outcomes of interest are based
on an evaluation of the responses of a group of
people who are given a new product, typically a
medication, relative to those of a group of people
who are not given the new product. The random
selection of participants in the two groups is
meant to remove bias from evaluation.
Randomized control trials, however, are poorly
equipped to offer explanations and insights into
the results, an understanding of the patterns of
observations, or an understanding of the barriers
to practice. Qualitative research plays a key role
in the context of randomized control trials by
grounding the research in the voices of patients
(Meadows-Oliver 2009). Specifically, qualitative
research offers insights into the quantitative pat-
terns of evidence that emerge. Here the role of
qualitative research is complementary to quanti-
tative research, adding insights to the quantitative
data on effectiveness, providing additional infor-
mation that helps us understand the quantitative
data at hand as well as offering insights about
culturally situated barriers to practice (Mills et al.
2005). In-depth conversations with participants
offer additional insights into their lived experi-
ences in the context of the practical solution, their
experiences with the solution, and their in-depth
views on the solution that was implemented.
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Through the interviews we come to understand
the stories that circulate around the implemented
solution. Now we not only have a picture of
whether the solution works or not, but we also
have a deeper understanding of how the solution
is perceived, which parts of it work, which parts
of it do not work, and the underlying reasons for
why the solution does not work. In a nutshell,
through qualitative research, one is able to obtain
greater insights about the practice from the stand-
point of the intended recipients.

In settings of diversity in health care, there
are situations where qualitative research emerges
as the principal method of evaluating practice
because it opens up the ground for understand-
ing the lived experiences of community mem-
bers. Community voices engaged through
qualitative research offer the framework for ask-
ing research questions, developing research
design, setting up expectations, and establishing
evaluative frameworks for measuring the prac-
tices in the backdrop of expectations. In the con-
text of a community that has been historically
disenfranchised, community members fore-
ground the importance of their stories as legiti-
mate axes for engaging with practice, and it is
through these stories that alternative insights can
be gleaned into existing practices, and new
opportunities for offering health and health ser-
vices can be explored. In such instances, quanti-
tative research is rejected because it represents
the status quo and fails to adequately include
marginalized voices. Resisting the impetus of
research that privileges numbers and undermines
stories, community participants may tell stories
that are locally grounded as legitimate frame-
works for evidence. In addressing the question
of quality of data in evaluating practice, Beck
(2003) suggests the important role of meta-
syntheses of qualitative studies. Meta-synthesis
can play an important role in generating results
useful for evidence-based practice by making
the results generalizable to a more diverse popu-
lation (Flemming 2007a, b). Whereas generaliz-
ability is often seen as central to guiding the
development of evidence-based practice, its
restrictive focus may exclude those in settings of
diversity.
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2.4.3 Qualitative Research
as Advocacy

When it comes to questions of diversity in the
realm of health, qualitative researchers are often
working on processes that are shaped by the
acknowledgment of fundamental differences in
access to health-care resources. These inequities
become the basis for research. Here, health
research is driven by an advocacy agenda that
seeks to disrupt these material differences and
bring about structural transformation, as the
research is materially situated amid the inequities
that constitute the field and is constituted amid
the structures of power that underlie the material
inequities (Dutta 2008, 2011).

To be transformative, research has to be driven
by a transformative agenda. The relationship
with evidence-based practice is situated at the
nexus of research and social change, working
with research design, research instruments, and
reporting tools in order to bring about changes in
unequal social structures that result in inequities
in health. This nexus becomes a point of depar-
ture from which researchers may question the
very research design, research tools, and research
frameworks they utilize in working with disen-
franchised communities. The qualitative research
paradigm accommodates a transformative agenda
because the various designs included in this para-
digm have philosophic underpinnings and data
collection strategies one may use to uncover
structural inequalities where they exist. For
example, community voices can interrogate the
fundamental question of what counts as evidence
and what is considered as legitimate in their
worldview (Braithwaite et al. 2006). Through the
power of their stories, communities shape our
understanding of evidence. Community voices
further capture the inequities in the structures of
accountability, insisting that research be account-
able to the community and to the stories shared
by community members. The evaluation of
evidence-based practice within this framework
links practice and structure by answering ques-
tions like “Did the solution being offered trans-
form the structures of inequity?” Engaging
structure in conversation practice is a new avenue

M. Dutta

for thinking about evidence because it uncovers
the links between practice and structure and pro-
vides information about how they may be related.
Research is thus a tool for advocacy that speaks
with the community and addresses structures
raised by the community that influence inequity.
Each voice matters, and together these voices
help to transform structures that are related to
inequities in health.

2.4.4 Qualitative Research
as a Vehicle for Transforming
Structures That Constrain
Health

Qualitative research offers a framework for inves-
tigating the way research gets defined and the
issues of power that are tied to the framing of
research questions and research design. In
addressing practical problems of health and
diversity, the qualitative design should be selected
with the outcomes of the study in mind. In this
sense then, the role of qualitative research is
intrinsically tied to practical questions of social
change, social justice, and structural transforma-
tion. In addressing issues of diversity through
policies and programs, qualitative research can
play an integral role in determining whether
diverse voices are included, represented, and rec-
ognized. In asking questions of representation,
qualitative research provides insights into the
processes through which opportunities of repre-
sentation are created and delves deeper into these
processes through thick descriptions. For exam-
ple, in-depth interviews conducted with the
developers of an organizational equity program
could shed light onto the processes through
which the program is implemented, the effective-
ness of the program in addressing issues of
equity, and the challenges and barriers faced by
the program during its implementation. In this
case, setting up criteria such as representation,
participation, and engagement of minority voices
in the discursive space can work within the
research design to offer evaluative insights
regarding the program and could also work
toward developing iterative cycles for improving



2 Social Context of Health and Diversity Issues

practice. Most importantly, in the context of dis-
enfranchised communities that are often left out
of discursive spaces of research, policy making,
and program development, qualitative research
creates entry points for introducing new catego-
ries and frameworks that are rooted in the lived
experiences of communities.

Yet another question to consider is the extent
to which the voices of community members are
represented in the development of criteria for
assessing effectiveness. Having community
voices recognized in discussions about research
design is transformative because it challenges
the structures that have implicitly excluded
these voices in the past. Here, the context of dis-
enfranchisement from processes of knowledge
production is directly challenged through the
participation of community members in shaping
the research design, and thus the inequalities in
production of knowledge are actively reworked
through the participation of community mem-
bers in research processes. Communities are
empowered to participate in decision-making
processes, in shaping what would count as evi-
dence and how such evidence would be gathered,
and in developing frameworks for gathering
evidence, considering it, and shaping the nature
of practice.

2.4.4.1 Transformational Designs

Qualitative researchers working in contexts of
diversity in health settings have to consider the
types of design that would create the most oppor-
tunity for the context to be visible in the qualita-
tive work. The more open the design in the initial
phase, the more sensitive it would be to the artic-
ulations of the community and to the emerging
context. This is important because experiences of
disenfranchisement often only come to light only
through conversations with community mem-
bers. In such instances, going into the community
with a preconfigured design might be limiting, as
the researcher may not fully understand relevant
contextual features before entering the commu-
nity. Power, reflecting the differentials in access
to frameworks of knowledge production and
decision-making, emerges in design through the
conversations with community members. On the
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one hand, power shapes the relationships and the
terrains of relationships within which the practice
research is understood, implemented, and evalu-
ated. On the other hand, research with diversity
and health often seeks to express the linkages of
power that constitute, marginalize, and erase
experiences of health. This forms a cyclical rela-
tionship, as the study of the dynamics of power is
itself constituted amid relationships of power.
The tension between keeping an open framework
and the assigned expectations of preconfigured
rigor is difficult to manage and thus requires
ongoing negotiation between the qualitative
researchers and the disenfranchised community.
Reflexivity becomes an important tool in engag-
ing with questions of power and in studying the
ways in which power emerges in qualitative
work. Through the tool of reflexivity, researchers
turn the lens on the institutional practices that
dictate the parameters of design, thus being able
to interrogate the key assumptions that are built
into research design and the ways in which these
assumptions shape, enable, and constrain the
research process. It is at this intersection of
understanding the research design process, the
articulations of the dominant structures, and the
expectations of marginalized communities that
qualitative researchers can work toward chal-
lenging the unequal structures of power. The
presence of marginalized communities as col-
laborators is a first step toward inverting the
imbalance.

2.4.4.2 Transformational Design
Collaborations

When working with issues pertaining to diversity,
the relationship between the communities and
researchers can be seen as one of collaboration,
one that works through the many layers of power,
access to resources, and understandings that
communities and academics bring to the table.
Working through collaboration also points
researchers toward questioning the logics with
which they design research processes. In our work
with African American communities in Indiana
on developing community-grounded capacities
for engagement with comparative effectiveness
research on heart disease, we have witnessed the
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many instances where the expectations of the
academic partner have been out of touch with the
articulations of community members. In such
instances, working through a collaborative frame-
work calls for continually responding to commu-
nity articulations and jointly putting together
design processes that are mutually agreed upon.
In this sense, when academics share their under-
standing of research and evidence-gathering pro-
cesses with communities, the process itself
becomes open to conversations and inputs from
multiple stakeholders. When community voices
comment upon the research process, their articu-
lations become valuable entry points for co-con-
structing the research process, working through
the basics of design, setting up expectations, and
then connecting the metrics of evaluating evi-
dence to these expectations. In doing so, the
framework of what counts as evidence is dis-
rupted from the dominant structures in the main-
stream. Further, the collaborative spaces that are
created through academic-community partner-
ships also become entry points for engaging with
the evidence base. For instance, clinical data gath-
ered through randomized control trials or case
studies can be introduced into these collabora-
tions as topics for discussion, thus offering con-
textual data and creating the space for communities
at the margins to offer contextual insights in
understanding the clinical data.

2.5 Challenging Structures

Research on evidence-based practice is most rel-
evant in the realm of diversity when it seeks to
transform the structures that make up the fabric
of health (see Basu and Dutta 2008; Bungay
2013). This sort of transformation calls for a fun-
damental rethinking of the practices of health,
asking researchers and practitioners to interro-
gate the very frameworks through which they
come to understand health practices (Dutta 2008;
Ford and Yep 2003; Sharf and Kahler 1996).
Take for instance, research on evidence-based
practice of health campaigns targeting under-
served communities encouraging them to eat five
servings of fruits and vegetables discussed earlier.
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Such research is limited when it does not funda-
mentally address the structural issues that make
up the unequal distribution of food resources in
communities, the commoditization of food, and
the large-scale inequities in access to food. To be
transformative, evidence-based  qualitative
research would need to move toward working
with community voices to highlight that which is
present and to more critically interrogate that
which is absent, thus foregrounding the struc-
tures that make up health.

Qualitative research plays a key role in not
only foregrounding the stories that are presented
through the interactions between the researcher
and her/his participants, but also in asking ques-
tions of omission, in interrogating that which is
absent, and in working with communities in
articulating these erasures, foregrounding them
in policy and program discourses and in working
toward solutions that are constituted in these
gaps. In asking these questions of omission, qual-
itative researchers are uniquely positioned to
work with disenfranchised communities in push-
ing for new imaginations and for new ways of
conceptualizing health practice, in engaging with
dominant understandings of health, and in chal-
lenging the basic assumptions in these under-
standings. Unlike quantitative research that has
to depend upon existing frameworks to test them,
qualitative research offers an opportunity for
forging new ground, for suggesting hitherto
unimagined possibilities, and for suggesting the
ways in which new practices can be created and/
or existing practices can be reimagined.

In working with social contexts that docu-
ment the everyday experiences of marginaliza-
tion in diverse communities, qualitative research
becomes activist in nature (Dutta 2008). The line
between empirically driven research, structural
transformation, and politics of change becomes
blurred as researchers work within a broader
framework of seeking to achieve social justice.
Rather than erase their subjective positions as
participants in the journey under the guise of
objective distance, qualitative researchers find
themselves in a position where documenting the
social contexts of disenfranchisement also comes
with the moral imperative to work toward changing
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the structural oppressions that produce the vari-
ous forms of disenfranchisement. The role of
research then becomes not only one of docu-
menting the inequities and examining the ways
in which these inequities configure in health
practices, but also in working toward changing
the very social contexts within which the
research endeavor is located. Through a wide
variety of strategies that range from dialogues
with the dominant structures to participation in
antagonistic processes that directly interrogate
the structures, the ethical responsibility of the
qualitative researcher becomes intertwined with
the goals of structural transformation in ensuring
greater access to health and health care.

2.6  Conclusion

This chapter documents the cyclical relationship
of context and research. At once, context is
embodied in research as the framework that
defines the realm of acceptability, the organizing
of the research methods, and the ways in which
methods are evaluated. Simultaneously, context
emerges in the voices and stories shared by
researchers. In working with contexts of margin-
alization in diverse cultural settings, qualitative
researchers grapple with the ways in which they
work with evidence to create transformative
opportunities. Recognizing the role of privilege
in constituting the framework of research, quali-
tative researchers explore the ways in which this
privilege can be simultaneously interrogated and
catalyzed in building the health capabilities of
diverse communities.
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M. Judith Lynam

3.1 Background

The interest in understanding culture and inter-
cultural relationships is particularly salient in
societies such as Canada because historically its
population has grown and diversified through
immigration. As such, in Canada as elsewhere,
culture has been a substantive focus of research
in many disciplines including the social sciences,
education, and health. Qualitative research and
the theorizing that has arisen from it have made
significant contributions to the ongoing dialogue
on the nature or meaning of “culture” and how it
shapes and is shaped by a number of social forces
(Anderson et al. 2007; Bhabha 1994; Bourdieu
1987, 1990a, 1994; Chen and Morley 1996;
Giddens 1997; Lynam 2007).

Qualitative methods are well suited to under-
standing culture and cultural influences on
behaviors or practices in many contexts in part
because qualitative researchers are not limited to
the use of tools validated for different groups and
languages and because the inductive nature of the
data gathering and analysis process allows the
researcher to not simply confirm the existence,
prevalence, or incidence of predetermined cate-

M.J. Lynam, R.N., Ph.D. (D<)

School of Nursing, University of British Columbia,
Vancouver, BC, Canada

e-mail: Judith.Lynam@nursing.ubc.ca

© Springer Science+Business Media New York 2016

gories, thus providing an opportunity to question
or reframe concepts. Qualitative research meth-
ods have not only offered a how to researchers
but have also generated insights to refine and
extend theorizing about culture and cultural influ-
ences. It is the richness of this duality of method
and knowledge development that qualitative
research offers to researchers seeking to under-
stand the complexity of culture and the myriad of
ways it influences our day-to-day lives.

A concurrent concern for qualitative
researchers in recent years has been how our
analyses are positioned in the broader discourses
on the nature of evidence, or evidence-based
practice. In the last decade, clinicians and deci-
sion-makers have been challenged to enact evi-
dence-based practice and evidence-based
decision-making, which has also underscored
the importance of research to practice. However,
this trend has also prompted considerable debate
about the nature of evidence. As Killoran and
Kelly (2010) have observed in their analysis of
the discourse on evidence-informed policy-
making in the UK,

Development of the evidence base in public health

has been both hindered and promoted by the paral-

lel rise to prominence of evidence-based medicine.

On the one hand, evidence-based medicine has

established the value of evidence in the minds of

many practitioners and managers [...]. On the
other hand, the perceived dominance of particular
research designs, particularly the randomized con-

trolled trial, in evidence-based medicine, may have
focused attention towards public health research
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on the proximal rather than the distal causes of
public health problems.
(Killoran and Kelly 2010, p. 18)

These authors’ analyses of the complexities of
the policy-making process underscore the need to
understand and consider context in which deci-
sions are being made while also illustrating the
range and nature of evidence that may be drawn
upon to inform decisions. They propose “under-
standing the influence of different circumstances
on effectiveness implies comparative research
across a range of settings as well as the need to
employ qualitative and quantitative research
methods” (p. 19). Their stance is in keeping with
my view that insights generated through qualita-
tive analyses—particularly qualitative analyses
that move beyond description—can extend or
enrich understandings and produce evidence that
has the potential to make significant and unique
contributions to practice and policy-making. In
what follows, I draw upon my own program of
research in health as a point from which to illus-
trate ways qualitative methods have contributed
to our understanding of culture. I will illustrate
some of the ways qualitative methods can be used
to address issues that have arisen as researchers
have sought to consider culture as a variable in
research and issues that have arisen as practitio-
ners have sought to act on research insights
related to the conceptions of culture.

To achieve these two aims, I offer a brief over-
view of the ways in which qualitative research
has shaped our understandings of cultural influ-
ences on health and then consider some of the
problems, particularly the problems associated
with categorization and representation that have
arisen as culture has been taken up in research
and practice. I follow this with examples of ways
in which qualitative methods are used to mini-
mize or address the identified issues. In the pro-
cess, I illustrate ways qualitative analyses
contribute to knowledge development and pro-
duce evidence or insights to inform the decision-
and policy-making processes.

M.J. Lynam

3.2  Conceptualizing Culture

and Health

In the past several decades, qualitative research
has made significant contributions to understand-
ing culture as an influence on health and drawn
attention to culture as a consideration for how
health services or health care may most effec-
tively be delivered. Kleinman and colleagues’
(Chrisman and Kleinman 1983; Eisenberg and
Kleinman 1980; Kleinman et al. 1978) analyses
have been informed by, and have informed, social
science theorizing. Their research and the con-
ceptualizations developed from it have been
influential in expanding our understandings of
health and health behaviors to include the recog-
nition of such cultural influences as knowledge,
history, and traditions as well as the organiza-
tional features of society that sustain cultural
practices. These scholars’ work has also chal-
lenged us to extend our thinking about the culture
concept beyond geographical and political
boundaries. For example, their analyses of medi-
cal practice made visible the ways the premises
of biomedicine shapes how physicians and other
health professionals view and approach profes-
sional practice, and perhaps more importantly,
their analyses sought to broaden the theoretical
underpinnings of health professional practice
beyond biomedicine by focusing attention on the
relevance of the social sciences to medicine
(Eisenberg and Kleinman 1980). Kleinman’s
explanatory model (Kleinman et al. 1978) con-
cept offers an alternative to the “categorical rep-
resentation” of culture and has been drawn upon
by scholars to illustrate why patients and profes-
sionals might understand, explain, or manage
their health condition in different ways. These
insights have provided the conceptual foundation
for the development of educational and practice
resources to guide professional engagement with
patients (Waxler-Morrison et al. 1990; Waxler-
Morrison and Anderson 2005). Such resources
have been influential in refining professionals’
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understandings of the health professional culture
and understandings of patient populations.

However since the 1980s a number of scholars
in Canada’s multicultural context, as elsewhere,
began to question the ways in which the concept
of culture was being drawn upon by researchers
and practitioners. The questioning was prompted
by a number of observations including the fol-
lowing: in many contexts the way the concept of
culture is understood and has been taken up in
research and practice tends to represent the more
narrow view of culture as beliefs and values;
many studies, in the ways they are designed or
presented, reduce the concept to a single variable
or descriptor, thus stripping away context; many
analyses do not consider the assumptions inher-
ent in the categories used to represent culture or
cultural positions. Such categorizations or repre-
sentations may not only infer that all people who
share particular characteristics share the same
viewpoints and traditions but also that they may
conflate culture with such categories as ethnicity,
geography, color, or ‘race’. A central concern is
that of categorical representation associated with
such analyses. Such issues need to be considered
by researchers working in qualitative and quanti-
tative methodological traditions.

Considerable scholarship has been devoted to
explicating and examining the issues identified. It
is beyond the scope of this chapter to provide a
comprehensive review of this work here. Instead,
in what follows, I will draw upon the work of
scholars from a number of disciplines to illustrate
the problems associated with categorical repre-
sentation. I then propose a number of ways quali-
tative research can be undertaken to provide
alternatives to categorical representation.

3.3  The Problem of Categorical

Representation

While there are many different ways individuals
or groups may be categorized or represented, I
will use the substantive focus on cultural catego-
rization or representation as my point of entry to
this examination. My interest in this topic has

evolved out of a dual interest in understanding
cultural influences on health and exploring this
substantive focus using qualitative methodolo-
gies. In my case, as I have built my program of
research, these dual interests have informed one
another, and over time, new insights have
prompted a shift in my conceptualization and
theorization of cultural influences on health. This
research and my reflections on it have informed
the refinement of the qualitative approaches and
analytic strategies I use. My research interests
arise out of a spirit of inquiry and an interest in
generating knowledge that may ultimately influ-
ence how we—researchers, health professionals,
communities, and policy-makers—take action to
address inequities in health.

Why, then, have I come to the view that cate-
gorical representation is potentially problematic?
The conceptualization of culture as an objective
category has received considerable attention and
critique. In some of our earlier work, we drew
attention to one of the issues inherent in categori-
zation, “rather than being static and neutral, [cul-
ture] is continuously being negotiated and
re-defined within different contexts” (Lynam
et al. 2007, p. 24). The dynamic nature of culture
is in opposition to the process of categorization
because the latter is, by definition, static. Thus,
categorical representations cannot explicate con-
textual influences or capture the dynamic nature
of the concept and its meaning to people.

The importance of context is underscored by
many scholars. For example, Anderson (2004)
and colleagues (Anderson and Reimer Kirkham
1998) observe interpersonal relations and the tra-
ditions or conventions that shape them to be his-
torically constituted. Their analyses guide us to
consider the ways colonial relations and racial
hierarchies shape how we understand culture and
its role in society. Similarly Culley (1996), writ-
ing in the UK context, notes that the emphasis on
culture (typically understood as beliefs and val-
ues) as the explanation for variations in individ-
ual or population health profiles:

[....] plays down or ignores the importance of

power, inequality and racism as embedded in struc-
tures or institutions—factors which fundamentally
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affect the health of minority ethnic groups and their
access to good quality health care.
(Culley 1996, p. 566)

These observations recognize contextual
influences on what we experience in different
social contexts and draw attention to some of the
consequences of categorical representation.

Browne (2005) extends this commentary on
the use of culture as an explanatory variable and
draws attention to the implicit assumptions inher-
ent in such forms of categorization. Here she not
only notes that culture or particular cultural fea-
tures are equated with social problems but also
contends that implicit in this practice is the notion
of culture as characterizing intrinsic attributes:
“equating social problems with cultural charac-
teristics is not uncommon in health-care dis-
courses... [Clulture is often given as the primary
explanation for why certain people or groups
experience various health, social or economic
problems” (p. 75). These analyses focus attention
on why cultural categorization and representation
can be problematic.

Kirkham and colleagues (2002) focus atten-
tion on methodological considerations in critical
scholarship. They draw upon Pfeffer’s (1998)
work and note that the categorization of individu-
als into groups creates the problem of essential-
ism. They propose that analytic processes and
associated discourses that fix people into immu-
table cultural categories do not take into account
the “dynamic and shifting nature of people’s
identities which intersect with class, ethnicity,
gender, religion and many more cultural configu-
rations” (Kirkham et al. 2002, p. 227; Pfeffer
1998, p. 1383). Such categorizations and the
assumptions that underpin them can lead to erro-
neous conclusions such as those that place the
blame of poorer health or socioeconomic status
on ethnic minority groups’ biological character-
istics or sociocultural behaviors. Such an
approach conveniently avoids and thus “denies
the significance of the political and structural
aspects of society and ultimately makes culture
itself problematic” (Culley 1996, p. 566).

In examining or seeking to explicate contex-
tual influences, I have found drawing upon criti-
cal theoretical perspectives useful. For example,
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Bourdieu’s (1990a, 1994, 2001) theoretical
stance and empirical work illustrates the implicit
value of particular categories and makes manifest
the processes that contribute to sustaining their
meaning. His conceptualization of the social pro-
cesses that construct notions of what is valued
offers guidance on what is potentially problem-
atic with categorical representation. His work
offers insight into how particular social tradi-
tions, practices, and representations shape and
reinforce societal conceptions through discourse
and institutional practices. As his analyses illus-
trate, such conceptions inform prevailing concep-
tions of “good” art, “high” or “low” culture, who
or what work, and/or what social roles hold social
value. I have found that such theoretical tools can
prompt us to critically reflect upon categorical
representations and to consider them within
context.

The processes of representation and categori-
zation are informed by tacit, and therefore largely
unquestioned, assumptions about individuals and
groups. As Bourdieu (1990a, b, 1994, 1998,
2001; Bourdieu et al. 1999) has observed, organi-
zations, institutions, and societies rely upon such
taken for granted representations and the associ-
ated rules, conventions, and practices that sustain
them. In my work it is particularly important to
illustrate the ways such organizational structures
and associated practices maintain the status quo
because of the tendencies that privilege some
over others. Bourdieu’s analyses, like the work of
many scholars working in a critical tradition,
illustrate the types of policies and practices and
the discourses associated with them that locate
particular groups on the social margins and, in
doing so, offer another perspective on observed
patterns or practices. In addition, some of his
analyses have drawn attention to the potentially
toxic impact of such implicit practices, and he
observes that individuals can become complicit
or accepting of the ways they are represented and
thus be unaware of their privilege or potentially
contribute to their own oppression, “[w]hen mar-
ginalization becomes part of the order of things,
it deprives one even of the consciousness of
exclusion” (Bourdieu et al. 1999, p. 153). Thus,
research that enables the critical examination of
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processes of categorization and their conse-
quences can generate understandings that may be
drawn upon to shift or disrupt the status quo.

Similarly, critical feminist scholars have illus-
trated the tacit and manifest assumptions that
operate to contribute to the differential social
location of women in societies. Critical feminist
perspectives guide us to explore the conditions
and practices that are implicit in gender categori-
zations and to examine the ways such categorical
representations are maintained or disrupted.
Moreover, some scholars contend that when the
concept of culture is constructed using discourses
of difference, such analyses are implicitly privi-
leging the western worldview and may contribute
to “othering” by reinscribing or reinforcing the
social organizational practices that structure rela-
tional hierarchies (Bhabha 1994).

While I seek to reduce my reliance on catego-
ries, and the harms associated with their use, as a
researcher I find I must continually reflect upon
how my work is framed and how it is understood.
For example, ethnicity is a category frequently
used by researchers. In health-care contexts it has
been noted that “ethnicity tends to be conceptual-
ized very narrowly, and is often used as synony-
mous with ‘race’” (Drevdahl et al. 2006; Ford
and Harawa 2010; Ford and Kelly 2005; Varcoe
et al. 2009). Thus, in my work I try and contextu-
alize descriptions of populations. Where possi-
ble, one way of doing this is to shift the terms
employed in order to open up space to present the
issues of interest. Recognizing that it too is a cat-
egory, my analyses have typically used the
descriptor of “immigrant” —as opposed to “eth-
nicity” —to shift the focus away from a culturalist
emphasis on the beliefs and values of particular
ethnocultural groups. My intention in using this
phrasing is to highlight the contextual (e.g., legal
rights, employment opportunities or constraints,
and health service access) and social conse-
quences (e.g., social isolation, language barriers)
associated with migration that can have an impact
on health. However, I have also learned that,
while discourses of categorization about immi-
grants may be pervasive and do influence indi-
viduals’ experiences, their impact is not always
evenly felt. Some immigrants, even those who

share a similar ethnocultural background, may
have significantly different resources to draw
upon to protect themselves from adversity, such
as diverse community networks, better education,
superior English language skills, or more mate-
rial resources. Such observations have reinforced
the need to be attentive to the ways research anal-
yses are undertaken and outcomes are presented.
In addition to capturing data in categories, we
must attend to the ways in which we draw upon
such categorical representations. For example, a
prevailing discourse in health relates to the
“social determinants of health.” This phrasing
implies causality when the majority of the
researches are informing it is derived by correlat-
ing particular health or illness profiles with a
variety of social and environmental conditions
such as income, ethnicity, level of education, pro-
files of housing, and food security. While there
may be strong correlations, as Killoran and Kelly
(2010) have cautioned, the etiology of the effect
is not always evident from such studies.
Nonetheless, the use of the terminology “deter-
minants of health” represents the associations
between categorical representations of particular
groups of people and poor health in the language
of causality. On the other hand, more contextual
analyses can and have prompted researchers to
reflect upon the causal pathways decontextual-
ized analyses can imply. More contextual analy-
ses have the potential to consider multiple
influences and, for applied researchers, to con-
sider the points of engagement (e.g., at the point
of care, in framing policy) to redirect such trajec-
tories. On these points Williams (1989) had the
following observations:
Although the step forward taken by ethnicity
researchers was to examine culture from the immi-
grant’s point of view and in a positive light [...]
and to establish the reality of a multi-racial society,
nevertheless, looking at “minority-majority” rela-
tionships in a cultural framework excludes vital
elements in the relation of “race” to class and
power, and institutionalized racism. This means,
however sympathetic the cultural appreciation it

can still skew the analysis and “blame the victim.”
(Williams 1989, p. 92)

Part of the allure of categorical representation
is that it can be readily quantified or reproduced
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as “facts” which may, albeit unintentionally, lay a
foundation for stereotypical claims. Concerns
about the issues associated with representation
are not only voiced by scholars: Varcoe and col-
leagues (2009) critically examined the processes
that underpin the construction of categories and
undertook research that sought perspectives on
the processes of collecting ethnicity data in a
clinical context. Their work gives voice to the
types of concerns such forms of representation
raise for patients and professionals.

The harms these study participants identified
included being judged on the basis of assump-
tions and stereotypes and the possibility of
receiving poorer care based on such judgments.
Participants expressed their concerns in relation
to groups they thought are likely to be vulnerable
to the effects of inequities and racialization, such
as Aboriginal people and visible minorities.
Many were concerned that ethnicity data could
influence health-care staff to reinforce stereo-
types that link certain health behaviors to particu-
lar groups (Varcoe et al. 2009, p. 1663). As these
authors note, there are concerns about the poten-
tial consequences of categorical representation as
well as the processes by which such data are
gathered.

Many research processes can, through data
gathering processes, require individuals to self-
categorize. What is not always evident is that
such processes may close off opportunities to
contextualize oneself. Through self-
categorization the participant may unwittingly
surrender his or her opportunity to examine or
reflect upon the assumptions that are implicitly
and explicitly associated with the category.
Moreover, depending upon the nature of the anal-
ysis produced from such data, the categorical
representation may essentialize or strip away
context and, in doing so, assign or confer identity.
It is therefore important, when we present our
study, when we invite participation, and when we
undertake our analyses, that we work to antici-
pate and consider how our own assumptions are
operating to create opportunities for dialogue.

Although I have focused particular attention
on categorical representation as a product of
research, as the preceding comments suggest,
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such representations are also part of popular day-
to-day discourses. Formal and informal day-to-
day discourses are “structuring devices, and as
such shape and frame interactions” (Lynam 2006;
Traynor 2004). Discourses are not neutral; thus,
representation holds meaning and can create con-
ditions that foster privilege or disadvantage. For
example, racialization on the basis of categorical
representations implicitly and explicitly confers
meaning and can contribute to marginalization.
Categorical representations, the assumptions that
underpin them, and the impact they have on
social interactions merit critical appraisal
(Anderson 2004; Varcoe et al. 2009). Qualitative
methods offer such analytic tools to undertake
such work not only to offer alternatives to repre-
sentation in how research is presented but also
because such analyses may be drawn upon to
challenge or disrupt prevailing and problematic
discourses.

In categorical analyses, the researcher may
present individuals in relation to particular attri-
butes or features and/or presumed affiliation with
a group which can have the effect of masking
individuals’ personhood and in some analyses
usurp or mask the individuals’ agency. For exam-
ple, in research we are engaged in with families
living in the inner city (Lynam et al. 2010b), par-
ents spoke of the harms of “judgements associ-
ated with particular categories of representation”
and spoke of the consequences that can accrue
when they are “prejudged” and have lost the
capacity to give “voice” to their own story or
situation.

Parent: “I don’t want to be pre-judged.”
Researcher: “Can you talk a bit more about that?”
Parent: “Well I—I lived on the streets for 18
years—and I remember just going and talking to
the social worker and she’s all dressed up nice and
nice rings and it was just like totally like she was
from another world and so, yeah, so I try and I
don’t know.”

Researcher: “So you couldn’t relate?”

Parent: “No.”

Researcher: “And you felt that she was judging
you?”

Parent: “Yeah, and for a mum to go and ask for
help anywhere is tough ... so [if] somebody’s
looking down her nose at you—I’m out of here.”
(Parent focus group)

(Lynam et al. 2010b, p. 338)
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In this quote the parent speaking helps us to
understand the complexities of help seeking. It
also illustrates ways categorical representation
can operate; here the mother perceives herself to
be “pre-judged.” But in approaching the encoun-
ter with a social worker, who is the point of con-
nection with an institution with a particularly
powerful and potentially very threatening man-
date, the parent also looks for clues that might
signal there are potential points of understanding.
Here, “dressed up nice and nice rings” under-
scores this parent’s marginal position and signals
to this parent the professional was from “another
world.”

As the preceding review suggests, scholars
working within a number of scholarly traditions
remind us that categorical representation can
reduce or constrain our ability to understand con-
textual influences which can have a number of
unintended consequences for individuals and
groups. As we move forward, it is important for
us to recognize that categories themselves are
social constructions.

3.4  Enacting Qualitative
Methodological Approaches:
Creating Alternatives

to Representation

and Categorization

In this section of the chapter, I seek to answer the
question: In what ways can qualitative approaches
and analyses offer alternatives to categorical rep-
resentation? In responding to this question I hope
to demonstrate that qualitative research can offer
richer, more nuanced, contextual and meaningful
analyses to inform knowledge development while
also allaying the potentially negative conse-
quences of categorical representation. I also hope
to show that my interest in this objective influ-
ences the theoretical stance I have adopted and
that this theoretical stance has shaped how I have
designed my qualitative studies and interpreted
the results.

As noted in the preceding section, there are a
number of consequences to categorical represen-
tation. Here I draw upon my own program of

research to share insights on ways that qualitative
research can contribute to knowledge develop-
ment while also avoiding these consequences.
The examples are organized to follow the research
process, from conceptualization to presentation
of the analysis. There is, however, overlap
between sections that reflects the iterative pro-
cesses that characterize qualitative research. I
begin by introducing the central premises of the
theoretical stance and general aims of my
research program. I then draw upon this stance to
illustrate how tendencies to categorical represen-
tation can be countered.

Theoretical stance: In my case, my research is
informed by critical theoretical perspectives
(Anderson et al. 2007; Lynam 2009, 2010; Lynam
et al. 2007, 2012a, b). This theoretical stance not
only informs the ways research is designed and
the analysis is undertaken but also aligns with the
goals of my scholarship which, broadly framed,
seeks to understand and address inequities in
health (Lynam 2005). Critical theoretical per-
spectives are characterized by particular prem-
ises that focus attention not only on the research
aims but also on the relationship of study partici-
pants to the research.

In what follows, I focus attention on those
premises I believe are particularly relevant when
seeking to counter the negative consequences of
categorical representation. The premises include
voice, agency, person, presentation of analyses
that focus on explicating concepts, context
(including making visible implicit and explicit
assumptions that are operating), and processes
(as alternatives to “dichotomous categories™) in
how the study is designed and the analysis is
undertaken and presented (Anderson 2004;
Bhopal 2001; Drevdahl et al. 2006; Ford and
Harawa 2010; Ford and Airhihenbuwa 2010a, b;
Gerrish 2000; Olesen 2005).

Like other scholars whose research is informed
by a critical stance, my program has a number of
goals that align with these commitments to voice,
agency, and person. I have elected to focus on
these particular goals for, in achieving them,
research may address or avoid many of the nega-
tive consequences of categorical representation.
One goal is to introduce the viewpoints or
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perspectives of those on the social margins. The
intention is to include people whose viewpoints
are not reflected in, or who are the object of, pre-
vailing discourses or representations. In many
cases the persons of interest are people broader
discourses may have discredited (Fiske and
Browne 2006; Tang and Browne 2008). Using a
critical stance to understand the viewpoint of
people on the social margins necessitates that the
analysis considers how formal and informal
power is manifested and drawn upon (Browne
et al. 2000, 2011; Ford and Airhihenbuwa 2010a,
b). A second goal is to make manifest the assump-
tions that underpin organizational and institu-
tional processes and practices, including
categorical representation (Anderson and Reimer
Kirkham 1998; Bourdieu 2001; Bradby 2012;
Drevdahl et al. 2006; Lofters et al. 2011; Varcoe
et al. 2009) and trace the range and nature of their
impact. This form of analysis may enable us to
draw upon the data to introduce alternative view-
points or perspectives and, in doing so, begin to
disrupt, broaden, call into question, or prompt
reflection on the prevailing viewpoints, including
how particular groups are represented (Lynam
and Cowley 2007; Perry et al. 2006). A third goal
is to generate analyses that may foster “dialogic
engagement” to effect a change in the status quo
(Anderson et al. 2007; Lynam 2009).
Methodological techniques for upholding these
commitments and achieving these goals as
research include the use of reflexivity and critical
reflection.

Critical Reflection
and Reflexivity: Analytic
Tools and Resources

35

The researcher plays an integral role, as an instru-
ment, in the qualitative research process. Thus,
there is no standard way to enact qualitative
methods. As has been clearly articulated by many
scholars, it is essential we explicate the premises
of our practice and illustrate how we have pro-
ceeded to undertake our work in order to illus-
trate how we have upheld commitments to
integrity. As many authors have noted, key con-
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siderations in enacting qualitative methods, par-
ticularly qualitative methods informed by critical
theoretical perspectives, are the processes of
reflexivity and critical reflection in framing the
question as well as in gathering and analyzing
data (Anderson et al. 2010; Khan et al. 2007,
Olesen 2005). While the two concepts are related,
I distinguish between them in that reflexivity
draws upon my own professional and experien-
tial knowledge domains and the assumptions
inherent in them, whereas critical reflection
extends this focus to include the examination and
explication of assumptions that underpin other
conceptual and organizational premises and prac-
tices. In what follows I illustrate how these two
strategies inform the research process.

As researchers our viewpoints become inte-
gral to and resources for data gathering (Olesen
2005). She also cautions, however, that
“researcher reflexivity needs to be tempered with
acute awareness as to the contributions of hidden
or unrecognized elements in the researchers’
background” (p. 251). In my work, I am acutely
aware that my gender, my professional back-
ground, my critique of the limits of biomedicine,
my knowledge of social theory, and my commit-
ment to social justice create the foundation on
which I have framed my research questions and
my interest in broadening discourses on health.
At the same time, through my research, I have
become increasingly aware of the limits of my
knowledge of concepts salient to this program of
research. Such concepts include, but are not lim-
ited to, oppression, racializing processes and
practices, and social and material disadvantage.

I have come to understand, however, that my
capacity for reflexivity is enhanced when research
data “confronts” me with my own privilege or the
limits of my knowledge, such as my profession
and my stature in the academy. For example, [ am
knowledgeable of how health systems function
and can engage clinicians in a dialogue about
symptoms, diagnosis, and treatments. I am aware
of my rights when accessing health care and/or
health information. My professional and personal
knowledge has generally enabled me to “acti-
vate” the Canadian health-care system and I have
knowledge that allows me to make sense of the
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system. Thus, in a research interview when I hear
about problems of health services access, learn
that access is constrained not only by what a par-
ticular clinician may do, and appreciate the
legacy that individuals’ experiences have had in
their encounters with clinicians, I begin to reex-
amine my assumptions and contrast my knowl-
edge of how systems operate with others’
experiences, in order to enrich the dialogue and
discourses on “access.” When my own assump-
tions, viewpoint, or knowledge are “confronted”
by apparent contradictions, reflexivity and criti-
cal reflection become analytic tools.

Similarly, when engaging in dialogue with the
community in order to lay the foundation for a
community-based research study, I found I had to
“resist” defending the system on the basis of
what I understood, assumed, and believed.
Rather, using critical reflection, I began to
explore the apparent contradictions between my
own experience and the experiences of commu-
nity members that helped to make visible the
source and nature of my assumptions—institu-
tional, professional, or middle class—and then to
trace how they operate to influence access to, and
the responsiveness of, care. In undertaking analy-
ses we draw upon data to ask questions of our
own understandings. How does this information
prompt me to rethink my initial preconceptions?
Such questioning may take place at the outset of
a study when we are articulating the study pur-
pose or aims and continues over the course of the
research. In this case, this reflection began to
highlight the extent to which the “systems” and
the assumptions that underpin them aligned with
my own viewpoints while illustrating the dis-
juncture with the experiences of many commu-
nity members. As a researcher then, in this case [
am charged with drawing upon this data to con-
ceptually make sense of the range of potentially
conflicting viewpoints and drawing upon these
perspectives to address the question of access.

Reflexivity is related to, but differs from, criti-
cal reflection as an analytic strategy. As noted
above, one goal for knowledge development in
the critical tradition is to trace the ways assump-
tions operate. In this work the interest is not only
in explicitly stated assumptions but also in tacitly

understood assumptions. The latter can be very
difficult to apprehend and thus present analytic
challenges. Critical reflection, on representa-
tions, on typical patterns and practices, and on
the conditions that influence them, is aided when
the literature reviewed or the data gathered points
to or illustrates disjunctures between what is
“officially” stated (e.g., in policy or procedures)
and what is actually practiced, experienced, or
manifested in day-to-day discourses. These dis-
junctures can offer the starting point for critical
reflection on the topic or issue and provide an
avenue for further exploration and dialogue.

Similarly, gathering data, by conducting inter-
views with individuals or in a group context and/
or recording field notes, necessitates not only
reflection on the part of the researchers but also
recognition of our own reflexive engagement with
the data gathering and analysis processes. For
example, at the outset of a current study, I was
aware of the literature on health service access
and the tenets or premises of our universal system
of health services and, in consultation, we identi-
fied that the lack of access contributed to the poor
health profiles of children in the neighborhood of
interest. Initially, it seemed reasonable that access
could be achieved by addressing structural issues
such as scheduling and location of clinics.
However, in our initial community consultations,
these premises were challenged. We learned, for
example, that community members’ knowledge
of how health services operate interfered with
their abilities to access services. We learned in
our data gathering that the structural organization
of services and the “rules” that governed access
to different services had no logical foundation for
many participants.

Critical reflection on the points of disjuncture
identified between the premises of policies or
programs and participants’ experiences enabled
us to begin to apprehend the assumptions inform-
ing systems design. Thus, in one study, the
assumptions that largely reflected professional
viewpoints and not those of community mem-
bers, and the gap(s) in understandings between
the different constituent groups, contribute to
challenges of access. As I will illustrate more in
what follows, this type of critical reflection not
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only informed the design of the research but also
underscored the need for points of dialogue
between different constituent components of the
system. Ultimately, these insights informed the
creation of new structural arrangements made to
foster ongoing engagement of the community in
the design and delivery of an innovative, more
accessible, model of health service delivery.

The analytic strategies and the goals of the
analysis enabled us to focus attention on pro-
cesses and key premises that underpin the system
design. The analyses that result also enable us to
illustrate the ways in which systems shape inter-
actions. This type of analysis offers an alternative
to categorical representations that could blame
professionals or parents for problems being
faced. Here, the focus shifts to understanding the
“roots” of the issues and engaging constituent
groups in dialogue to improve understandings
and potentially explore solutions. In what follows
I illustrate ways these techniques of reflection
and reflexivity can be drawn upon to inform qual-
itative research practice from conceptualization
to knowledge translation.

3.5.1 Reflection and Reflexivity:
Formulating the Research

Aims and Focus

One of the first points in the process where my
research, like research of other scholars, has the
opportunity to shift the dialogue or disrupt the
discourse on culture as a “risk factor” for poor
health is in the framing of the research question.
Although in many of the studies I have been
engaged with we were working with, and within,
ethnoculturally diverse communities, we sought
to identify conditions, practices, and processes
that influenced the experiences of immigrant
people. Instead of examining culture as an
explanatory variable for poor health, which often
essentializes the person as the problem, our work
examined relational influences on health. The
reflective analytic process begins when the
research question is posed. The researcher begins
to “ask questions of”” what is being observed, pre-
sented as, or understood to be, the problem. Here,

M.J. Lynam

reflexivity aids the framing of the question and
the identification of the target population for the
study.

Our social pediatrics research was prompted
by the concern to generate understandings that
could potentially change the patterns of poor
health in an inner city community. In framing the
research, we drew upon the statistical profiles
describing the characteristics of the neighbor-
hood and profiles of disadvantage in the commu-
nity. We then set out to understand the “roots” of
the poor health and social profiles in order to
begin explicating the potential ways health ser-
vices could be modified to address the identified
conditions.

As researchers, we ask ourselves whose view-
points we are interested in and why? The answer
to such questions would be informed by our
understanding of the problem and our theoretical
stance. When working within the critical tradi-
tions, one goal is to recognize the conditions that
privilege different perspectives and “write in” the
viewpoints of individuals or groups who are
“outside” because of their social location. In
health care this might include a range of perspec-
tives such as complementing the views of profes-
sionals with the views of patients; seeking the
viewpoint of children (not only their parents or
other adults), including people typically excluded
because of literacy, education, or language; and
actively recruiting people who are not part of
typical networks of care, for example, those with-
out ongoing access to care, transient populations,
or people living in poverty. This approach recog-
nizes different forms of expertise and seeks to
create a mechanism for introducing such exper-
tise into broader discourses (Lynam et al. 2012a,
b).

For example, in one study I was interested in
having a better understanding of the potentially
modifiable conditions that were associated with
the trend toward poor health profiles of new
immigrants documented in population analyses
(Beiser et al. 2002; Raphael 2007). In this study
of immigrant mothers and their daughters in two
countries, data that explored the nature of their
health challenges and the range and nature of
influences on help-seeking practices was gath-
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ered. As poverty and disadvantage featured
prominently in the participants’ accounts, I con-
sidered their experiences in relation to health
inequalities research that had established links
between poverty and poor health. My own read-
ing, and others’ analysis of this body of work,
showed that, although the first level of analysis
demonstrated relationships between poverty and
poor health, more critical analyses made visible
the conditions associated with poverty that were
both pernicious and protective (Lynam 2005;
Maclntyre 1997). Reading reports of the categor-
ical analyses in light of analyses being produced
by critical theorists prompted me to ask: Why are
visible minorities, as they are referred to in the
UK, overrepresented among the poor, and is
there a similar pattern in Canada? In this case
the “why” meant seeking to understand what
conditions are operating to contribute to this doc-
umented pattern.

In this study, the theoretical stance I was draw-
ing upon focused attention on the local experi-
ences of women but also directed me to examine
the broader organizational policies and practices,
including discourses, that structured or shaped
these experiences. As such, the question that
emerged in the analysis prompted further explo-
ration in data gathering and focused attention in
the analysis to processes of social location. These
steps in the analytic process specifically drew
attention to the problem of “categorization” and
representation as informing day-to-day dis-
courses. The processes that are associated with
being categorized are reflected in these women’s
comments:

For two reasons I’'m doing it or I’ve been trying to

achieve [...] as a woman, um, in any society

women are always, you know, kind of like second
citizen, um, but the other one was because you—a

woman from ethnicity minority —have it worse, I

think people don’t give you credit [...] and it’s a

shame, it is a shame really, because that’s the way

people perceive other people. But, if you, you
know, are white and well dressed right away they

think, you know, she’s educated.
(Lynam and Cowley 2007, p. 142)

Another study participant’s account illustrated
how particular categorical assumptions operated
in her experience. “When people look at me they

see me as a Black person and then make assump-
tions—that I am not English, not educated”
(Lynam and Cowley 2007, p. 141).

As these quotes from study participants sug-
gest, day-to-day discourses were influential in
shaping the study participants’ experiences.
Again, taking direction from the theoretical
stance, the analysis proceeded to consider both
the implicit and explicit assumptions informing
such discourses. In this way the analysis moved
beyond description to identify systemic processes
operating to shape experiences. In the analysis of
data in this study, we focused on:

1. Understanding the contextual influences in
order to consider behaviors or understandings
in relation to typical representations

2. Explicating the processes, in this case the
marginalizing processes and practices that for
many are not visible yet operate to influence
particular practices, behaviors, or understand-
ings (Lynam and Cowley 2007)

In producing the analysis, we hoped to gain
insight into potential points of engagement for
effecting change. Such domains of change could
include how individuals might interact with one
another and changes in the ways policies are
framed and presented in formal discourse. This
type of analysis differs from categorical repre-
sentation, in that it foregrounds “voice” and
context and it potentially creates points of con-
nection that may be drawn upon to inform
dialogue.

Similarly, in our current research, we sought
to understand the conditions that contributed to
poor health and developmental profiles of chil-
dren living in the inner city, many of whom are
also described as Aboriginal, Chinese, or immi-
grants (Lynam et al. 2008/2011, 2010a, b, 2011,
2012a, b, 2014; Wong et al. 2012). Studies under-
taken by other scholars, particularly population
analyses, had drawn attention to poor health and
developmental profiles of children and families
in the neighborhood, and broader literature- and
population-based studies drew attention to condi-
tions that contribute to inequities in health and
their consequences.
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In framing the research question, we sought to
generate insights to inform approaches to address
inequities in health, with a particular focus on
inequities in child health and development. As
there is considerable evidence to show the range
and nature of professional and community-based
interventions and resources that are effective in
fostering child health and development, our stud-
ies were designed to focus attention on issues of
access to the full range of such resources. We
anticipated that this focus would enable us to
engage with children and families and generate
understandings that could shift processes or mod-
ify practices to positively influence the accessi-
bility to, and responsiveness of, care. In framing
the study in this way, we were also responding to
what the community had identified as a prior-
ity—system responsiveness. On reflection, this
framing also enabled us to mobilize the interest
and engagement of community members and cli-
nicians, as it was a concern that was shared. Our
theoretical stance challenged us to engage with
and learn from the community and to draw upon
and incorporate community expertise, giving it
voice as systems were “reformed.”

As we undertook initial consultations to under-
stand the range and nature of challenges the chil-
dren and families were facing, we also learned
about structural and social barriers that influenced
access to service, both of which had consequences
for these children’s health and development. As
noted above, one of my initial assumptions was
about what health-care access meant in a society
and neighborhood with a universal health-care
system. On the one hand, we assumed that the
system “worked” as we were aware of a number
of programs in place to support children and fami-
lies. But in our interviews, we came to understand
the constraints on access that were out of the con-
trol of the families, and we learned that the pro-
fessionals engaged with such programs not only
faced their own constraints in practice but also
were often unaware of the structural constraints
for families. But, perhaps more importantly, in
addition to gaining insight on structural barriers,
we gained an appreciation of the social barriers to
health service access.

In listening to parents who spoke with us in our
data gathering sessions, we also learned about the
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nature of social constraints on access that arose
from past experiences and from being “repre-
sented” in particular ways, and we learned about
the ways historically constituted understandings
and representations continued to frame interac-
tions. Parents offered many examples of ways they
felt they were being “prejudged” which made them
wary of engaging with formal health services. One
parent describes how her dilemma plays out:
[Here] comes that mum that thinks her kids are
sick all the time. Because you worry [...] like
when I first got my boys, custody of my boys and
then of my girl, I wanted to do everything right and
my husband, he was always (commenting), ‘all
they had to do was sneeze and we’re off to the doc-
tor’s, right?’. And then my friend was, ‘jeez be
careful, because they might take them away’
because they might think that you’re not capable or

whatever. (Parent Small Group)
(Lynam et al. 2010b, p. 339)

So here we begin to see that access extends
beyond scheduling of clinics, it is also bound up
in the experiences people have had, and antici-
pate they may have, with service delivery sys-
tems and their vulnerabilities in dealing with
such systems. In this quote, the power of the
health professional is evident, as is the parent’s
desire to do the right thing. In this case the mother
engaged with the clinician; in other parents’
cases, they avoided the clinicians because of their
fears. In each case the parents are challenging the
ways they have been represented.

Similarly, a health professional commented on
the vulnerabilities of parents who interact within
a system where they feel they must confront ste-
reotypes about poverty or the abilities of single
parents, especially when they are parents of chil-
dren with developmental challenges who are in
childcare settings with typical children. In the
following data excerpt, a professional comments
on challenges parents face and underscores the
ways unchallenged assumptions shape interac-
tions. Here, a professional observes that while
service providers may be skillful in working with
children:

Very few people are effective in working with the

parents. And very few people make an effort to

ensure that the parents aren’t marginalized or
excluded by the rest of the parents... In other

words if their life isn’t hell because they have a
special needs child and people think that it’s
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because they always come late [to the day care]
or... because the kid doesn’t have the right snack...
Or because who knows what?

(Lynam et al. 2008/2013)

The judgments here—about poverty and par-
ents’ comparisons to their own abilities to get to
day care on time—also implicitly question the
parents’ abilities or capacity to parent. As the pre-
ceding quote implies, such situations, and judg-
ments about them, are further compounded by
assumptions about the parent’s responsibilities for
a child’s abilities or lack thereof. Such observa-
tions erode not only the parents’ ability to develop
supportive relationships with other parents but
also can marginalize their child by limiting the
child’s access to friendship groups. Parents living
in poverty or with a child with a developmental or
health “difference” are very aware of such differ-
ences and may, because of previous experiences
of having to account for themselves or to chal-
lenge preconceptions, be tentative in their engage-
ments. So, the “prejudgment” potentially shapes
the health-care encounters on both sides.

The questions of interest in my research and
the concern to generate contextual understand-
ings necessitate that attention is paid not only to
experience but also to the organizational influ-
ences on such experiences in the analysis. The
theoretical stance informing my work under-
scores the need to consider different forms of
power (e.g., institutional authority, interpersonal
credibility, knowledge, different forms of social
and material capital) and to consider how power
is deployed to create, sustain, and/or disrupt pre-
vailing “narratives” or social constructions. The
theoretical framing recognizes the need to con-
sider multiple viewpoints and seeks to trace the
impact of different conditions on understandings
and actions of participants, thus enabling the ana-
lyst to locate experiences in context.

3.5.2 Reflection and Reflexivity:
Tools to Aid Analysis

In considering alternatives to categorical repre-
sentation, I have proposed that the aims of analy-
sis can include the production of contextual and/
or critical analyses of processes and practices. In

producing contextual analyses, the researcher
seeks to consider multiple viewpoints on a par-
ticular problem or issue in order to identify points
of disjuncture between typical or prevailing
understandings and the point of view of people
whose experience may be “outside” of the “typi-
cal” experience. The researcher also seeks to ask
such questions of the data as: How was the “typi-
cal” understanding produced? Why is there a dis-
juncture in views, and on what points do the
perspectives vary? And why, despite the disjunc-
ture in views, does a particular view or represen-
tation continue to prevail? Such questioning
helps the researcher begin to unpack the condi-
tions and the institutional or organizational pro-
cesses and practices that are operating.

Critical analyses may build from a contextual
analysis and proceed to examine the ways struc-
tures—including discourses, policies, proce-
dures, and the implicit and explicit assumptions
that underpin them—operate and with what
effect. Complementing typical qualitative inter-
view data with documentary evidence can also
enable the researcher to illustrate contextual
influences, such as ways policy or popular dis-
courses operate to shape, reinforce, or reinscribe
individuals’  viewpoints and experiences.
Drawing upon such forms of data can helpfully
move the dialogue on issues beyond the personal
stories to draw attention to the systemic features
that may offer opportunities to be points for
change.

There are a number of ways in which the
researcher may construct the analyses of qualita-
tive data while also offering alternatives to cate-
gorical representation. These different types of
analyses include:

1. Focusing on processes that generate catego-
ries (Varcoe et al. 2009) and in doing so
making the tacit and explicit assumptions
inherent in the concept(s) visible.

2. Focusing the analysis on the identification of
core concepts and explicating the processes of
influence. This is a strategy that is particularly
important for those of us who are seeking to
generate understandings and identify points of
engagement to effect change (Lynam et al.
2010D).
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3. Explicating the contextual influences on
observed or described patterns of behavior
(Lynam 2010) which can produce another
“read” of the situation.

4. Including the prevailing or prominent exam-
ples the data produces but also incorporating
the contrasting or “dissenting” cases into the
analysis order to make visible the conditions,
actions, or perspectives that contribute to the
variations seen (e.g., social location, agency,
resilience, engagement, resisting racialization
and marginalization, etc.) (Lynam 2010;
Lynam and Cowley 2007; Lynam et al.
2010b).

In presenting the analysis, the researcher may
actively seek to reconcile categorical understand-
ings and/or dichotomous presentations of facts
produced through other methods by proposing a
broader conceptualization or an alternative expla-
nation. The choice of language and phrasing
foregrounds context and “action” processes. The
intention is to identify core concepts and pro-
cesses that are operating and to illustrate the con-
ditions that magnify or attenuate their impact.
Such phrasing reminds us of our commitment to
voice, agency, and person. Thus, in rendering
accounts, we seek to locate the participants’
experiences in context while also accounting for
the variabilities of such experiences. In doing so,
we may recognize and affirm the challenges indi-
viduals or professionals face but also provide a
window into the possibilities for effecting change.

In my case, qualitative methods offered an
opportunity to provide a more critical or more
nuanced understanding of barriers to health ser-
vice access and to use these insights to inform the
development of a model to foster access and
responsiveness. As I employ critical analytic
approaches, I often place terms in parentheses to
remind the reader that one goal of the analysis is
to be open to revisiting or refining the meanings
of terms (and categories) we use and, in the pro-
cess, to consider the (tacit and manifest) assump-
tions inherent in the term or concept from
different viewpoints.

In the following data excerpt, the researcher is
exploring the clinician’s perspective on the con-
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ditions that contribute to youth being “at risk.” In
the exploration the clinician offers an example of
a clinical dilemma that arises in part because of
the need to categorize behavior. In the example
the clinician compares one set of behaviors that
can be classified and categorized with another
that does not neatly fall into a health diagnosis
and/or a problem that can be readily resolved by
a teen’s compliance with a social service recom-
mendation. In this case the clinician observes that
“we” —the system and the professionals working
within it—are absolving ourselves of our social
responsibilities.
Exactly, like when we have a kid with an eating
disorder who’s fourteen if they’re starving them-
selves we’re [meaning clinical team] going to cer-
tify them and take them against their will. But if we
have a 14 year old who’s dealing drugs and getting
attacked with knives getting in knife fights who
could definitely get killed by that behaviour we’re
not, we’re letting them go, we’re letting them make
their own decision and assuming they have the
capacity to do that when I’m not so convinced they
do. Or a 14 year old who’s coming in drunk and
may have been raped doesn’t even remember and
we’re assuming that they had the capacity to make
the decision to leave the ER on their own. And I'm
not convinced that they have that capacity and so
it’s a real ethical struggle for me because I also

support youth developing autonomy.
(Lynam et al. 2008/2013)

This form of reflective data gathering process
enables the analysis to go beyond describing the
prevalence of a problem or to describe a practice,
by considering the tacit and manifest assump-
tions inherent in taken for granted practices
related to consent. As the continuation of the
research interview illustrates, in this case, the
ethical issues related to such practices are put on
the table for discussion.

In the context of the critical tradition, in addi-
tion to prompting reflection on the assumptions
inherent in a term or concept, an additional ana-
lytic intention is to illustrate how these meanings,
practices, or ideas are reflected in, or shaped by,
structural arrangements and similarly to consider
how they (as concepts or discourses) structure or
influence interactions. As concepts are shaped by,
and shape, context, one goal of the analysis is to
generate insights to prompt reflection, to question
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assumptions, and, in our case, to consider condi-
tions that influence possibilities for change.
Presenting the analysis in these ways can offer a
different “reading” of a recognizable scenario but
a reading that reconciles or integrates different
viewpoints. This approach aligns with good quali-
tative analytic practices by providing the audit or
decision trail that has informed the analysis.

Representation without critical reflection can
lead us to make inferences that are not well
founded. Categorical representation can rein-
force taken for granted assumptions (about par-
ticular ethnocultural groups, about women, about
people with particular illness of a particular age
or set of abilities) with such associated effects as
masking personhood or silencing viewpoints.
Similarly, discourses of representation can under-
mine dialogue or engagement if they prompt
individuals to become defensive or “resist” the
ways in which they are being represented.

By contrast, focusing on explicating processes
and illustrating ways particular conditions oper-
ate to shape experience or “produce” particular
outcomes can offer a more nuanced and contex-
tual understanding of what has been documented
by scholars engaged in different models of
research. Given my goal to generate insights to
address inequities in health, understanding points
where change may be introduced to shift trajecto-
ries may ultimately be helpful. In either case,
both in theory (Anderson et al. 2007; Lynam
2009) and in my experience, the introduction of
alternative points of view and the focus on pro-
cess can open up space for dialogue.

3.5.3 Reflexivity and Knowledge
Translation

The social pediatrics research program has
involved a research team that brings varied inter-
ests, abilities, and viewpoints to the table (Lynam
et al. 2008/2011). This has made the research
very complex, but it has also created opportuni-
ties for the research products to be highly rele-
vant to multiple jurisdictions. Reflexivity
operates at the level of the team in that, through
ongoing dialogue and engagement, each team

member’s orientation and expertise becomes
more visible to the other team members.
Reflexivity enhanced awareness of my own
stance and prompted me to seek out and reflect
upon others’ knowledge and perspectives, which,
in turn, we have sought to incorporate into differ-
ent presentations of the analyses. In addition,
engagement with these team members has
enabled me to build knowledge and perspectives
to become a “bridge” for orienting research out-
comes for different audiences and for different
purposes.

For example, an initial paper sought to make
visible the processes and practices that influ-
enced poor health outcomes, with a focus on the
(implicitly understood) roles and commitments
of formal health service sector. Here, a number of
representations of the target community were
challenged and “new” explanations were offered
(Lynam et al. 2010b).

Similarly, in an effort to engage with
“decision-makers” and to explicate the model in
language that would be understood within the
health service sector, we articulated the premises
of the practice, as we had come to understand it
from the literature and from the research evi-
dence we had gathered and developed a “logic
model” to guide dialogue. The logic model was
subsequently refined as new analyses were pro-
duced. But, in presenting the logic model, we
focused on processes of influence and practices
of engagement, rather than on more categorical
exemplars (Lynam et al. 2011).

On reflection, however, we realized that the
focus of knowledge translation had largely been
on professional practices for professional audi-
ences. And, despite introducing “voice” and
viewpoints of our participants, the analysis had
not explicated in the same depth and detail the
significant role of the community (our commu-
nity partners) in complementing the contribu-
tions of the professional team members. In
response to this awareness, we shifted the ana-
lytic focus to consider community-based strate-
gies of engagement that were foundational to the
conceptualization of the practice model but less
visible to the professionals. In the following
quotes, parents describe the ways the community
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has worked with them to create strategies for
inclusion of their children, who they are aware
need support to manage their behavior, and to
assist them in their parenting roles.
They teach the other children how to recognize my
son’s behaviours so that they can back away as
quickly as possible for their safety and for my
son’s safety. They understand that my son has no
control... But the [community centre] has
worked... to include him, and not only to include
him but to include everybody else around him and

educate them.
(Lynam et al. 2012a, b, p. 101)

The following quote illustrates the ways she
and other parents were included:

We did the circle and we did another project where
[parents]... attended a preschool. They went on
outings with families, they built relationships, they
got to know the kids, they got to know what kinds
of resources were available in the community and
experienced 2 months of really, really good direct,
hands-on experience... The hands-on really made
a big difference.

(Lynam et al. 2012a, b, p. 99)

Reflection and inclusion of data from differ-
ent viewpoints not only helped us to explicate
the approaches taken by professionals but also
assisted us to consider the ways the profession-
als’ engagement is extended and supported by
community-level practices which, in this case,
served to further the aims of the clinical initia-
tive. The analysis also enabled us to make visi-
ble conditions that characterized the community
environment, conditions that also illustrate what
many professionals would take for granted —that
children would “always” have opportunities for
inclusion or that parents have the opportunities
to engage in recreation and play with their own
children in their neighborhood. The project, and
the publications on it, introduced new discourses
on Learning Circles not only into day-to-day
dialogue in the community but also into dis-
courses of professional practice. Subsequent
data gathering has provided examples of ways
the introduction of these new discourses and
associated practices has helped to begin to shift
the largely negative representations of Aboriginal
people.

M.J. Lynam

As the Research Lead examining this model
of clinical practice, I have also gained insight into
the nature and contributions of interdisciplinary
and intersectoral partnerships. As noted above, a
consequence of categorical representation is that
it can lead to dichotomous thinking. I think the
qualitative approaches employed in this research
and the analytic strategies used have the potential
to reduce the tendencies toward dichotomous
“blaming” of organizations, professionals, or
families for lack of responsiveness. In addition,
the organizational structures created within the
project have created avenues for dialogue and
ongoing engagement.

On many occasions, I have asked myself why
the insights from this particular study have
sparked dialogue and engagement in so many dif-
ferent contexts. In part, there is no doubt that
these expressions of interest relate to the partner-
ships formed to enact the project and the research
on it. But, over the course of my career, I have
frequently seen qualitative analyses be “dis-
missed” or represented as preliminary analyses
or insights, even though they may offer an in-
depth and thoughtful analysis of a particular issue
or groups’ perspectives. These reflections and my
current experiences prompt me to consider that it
is possible that the readers or consumers of the
research (e.g., a professional, educational, or
practice setting) may not know how to effectively
engage with, or draw upon, the insights because
they have not been contextualized. Or conversely,
if the target audience does not “see” that the
insights relate to their own circumstances, they
may be dismissed. The interdisciplinary and
intersectoral nature of the research has assisted
me in gaining new insights into the mandate,
goals, and assumptions that underpin the social
organization of practice in different jurisdictions.
I also have a better insight into the ways our own
social location within a system or society shapes
and contributes to the creation of disjunctures in
understanding the challenges children and fami-
lies face accessing care. With my own expanded
knowledge, and the insights of other research
team members, we are better positioned to illus-
trate how different sectors and systems operate
and to illustrate how “silos” of practice influence



3 Examining Qualitative Alternatives to Categorical Representation: The Case of Culture and Health 37

the capacity of the system and its practitioners to
work effectively.

My capacity as a researcher has been chal-
lenged and enriched through the partnerships
developed to examine the questions of interest,
and thus, I would be remiss in not acknowledg-
ing the ongoing engagement of my research,
clinical, and community partners in this work.!
Access to these differing viewpoints comple-
mented my own experiential and professional
knowledge and helped us to create bridges to
other domains of expertise and forums for deci-
sion-making. This bridging has also assisted us
to create points of engagement for dialogue into
how the analyses were presented. Our knowl-
edge translation strategy has been informed
through ongoing engagement of the different
partners, perspectives, and jurisdictions. There
would be no research insights if there had not
been ongoing commitment to, and engagement
with, the research by multiple team members.
The practice mode and the model of ongoing
research engagement evolved out of reflexive
engagement.

3.6 Summary

Qualitative research offers a rich palate of meth-
odological and analytic strategies for knowledge
development. Here I have sought to share ways
qualitative research may offer alternatives to cat-
egorical representation. Our ongoing challenge is
to be open to hearing different perspectives and
sharing insights to foster ongoing dialogue.
I contend that over the course of our studies, it is

'"We would like to acknowledge the contribution of our
multiple research partners. In particular, we would like to
acknowledge the important role of our community part-
ners, the Network of Inner City Community Services
Society (NICCSS) and the Ray Cam Community
Co-operative. We also wish to recognize the leadership
and support provided by the BC Children’s and Women’s
Hospital of the Provincial Health Services Authority
(PHSA) and Vancouver Coastal Health Authority
(VCHA), as well as the ongoing commitment of our vari-
ous RICHER clinicians. Finally, we would like to thank
our research participants for their vital input. It is their
willingness to work with us and to share their experiences
and perspectives that allows us to gain new insights.

incumbent upon us to continue to ask: Who ben-
efits? Whose interests are being served and/or
how might insights be drawn upon to benefit
institutions and the groups they serve? Whose
viewpoints are being eclipsed or masked? Our
work is enriched when we build upon the work of
other scholars and invite dialogue with, and criti-
cal reflections of, such scholars of our own work.
We must be open to hearing other perspectives on
the conceptualizations offered. In these ways, we
shift from completing a study to developing pro-
grams of research and contributing to knowledge
development.
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4.1  Introduction

In this chapter, we present an approach or para-
digm in which health, health interventions, and
health promotion can be understood, studied,
developed, and evaluated. Our intention is to
point a direction to addressing questions about
health-related processes as goal directed. We
suggest that this approach is integrative. Since
health and health research are complex and mul-
tilayered phenomena, simple and single research
studies can be highly informative, but they often
fail to address the bigger picture of health and
its interdisciplinary nature. Indeed, the meanings
attributed to health are themselves varied and
reflect the complexity of the domain. For exam-
ple, the World Health Organization’s (WHO)
1946 definition of health is “Health is a state of
complete physical, mental and social well-being
and not merely the absence of disease or infir-
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mity” (WHO 1946 p. 1). This definition has not
been amended since and has been criticized for
its lack of new understandings of disease at the
molecular, individual, and societal levels (The
Lancet2009). Huber and colleagues (2011) take
up the challenge of defining health in a more
dynamic fashion by relying on the approaches
articulated in the Ottawa Charter (World Health
Organization 1986) and the Dutch Conference
(Health Council of the Netherlands 2010). The
emerging preferred understanding of health,
writ broadly, is “the ability to adapt and to self-
manage.” This definition implicitly combines
natural scientific views of physiological pro-
cesses of adaptation with the intentional view of
self-management. Of course, this broad defini-
tion has been operationalized to permit the quan-
titative measurement of variables. At the same
time, it invites the consideration of an integra-
tive framework for understanding and evaluating
these complex processes. While it is important
to know specific factors related to, for example,
myocardial infarction or posttraumatic stress
disorder in order to explain and treat these con-
ditions, it is also necessary to acknowledge the
power and agency of individuals in maintaining
and enhancing their own health across the life
span. This perspective calls for attention to both
the processes and outcomes of health research.
Basing decisions and intervention procedures
on evidence has become an established standard
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in many institutionalized areas of our lives, such
as medical practice and health research (Sackett
1995; Sackett and Rosenberg 1995; Sackett et al.
1996, 2000), education (Thomas and Pring
2004), psychotherapy (Goodheart et al. 2006),
mental health (Norcross et al. 2006), law
(Shajnfeld and Krueger 2006; Young 2010),
organizational development (Locke 2009),
finance, business, and management (Walshe and
Rundall 2001; Rousseau 2012). With the excep-
tion of the law profession, the randomized con-
trolled trial (RCT) has evolved as the gold
standard for most disciplines including medicine,
education, and psychotherapy (Cochrane 1972).
In the last 20 years, however, there have been ear-
nest discussions in the academic world about the
value of relying entirely on quantitative evidence
(e.g., Madjar and Walton 2001) when investigat-
ing a behavioral phenomenon. As a result, the
social sciences have witnessed a vigorous devel-
opment of qualitative evidence (Denzin and
Giardina 2008; Morse et al. 2001). This burgeon-
ing development has been driven by two claims
about evidence in general. First, the knowledge
used in evidence-based practice needs to be con-
textualized. Second, the success of evidence-
based practice depends not only on technical
knowledge but also on the dynamics of human
care, such as the quality of provider—client inter-
action. McLeod (1997) proposed that extensive
narratives and understandings in the form of phe-
nomenological qualitative research might fill this
gap. We agree that this type of qualitative evi-
dence provides valuable insight into the experi-
ence and perceptions of individuals. We believe,
however, that still more can be done. Specifically,
research that addresses aspects in addition to nar-
rated experiences might add yet another layer of
understanding to human phenomena. In this
chapter, we describe a way to connect these
diverging requirements conceptually.

The characteristics and merits of quantitative
evidence as compared to qualitative evidence
have been widely discussed in academia, with
resulting conclusions suggesting that both types
have contributing and inhibiting consequences.
Many researchers working with qualitative meth-
odology, however, are not content with contrast-
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ing quantitative and qualitative research
(Swanson 2001), as the distinction between the
two is sometimes obscure or nonexistent.
Unfortunately, partly due to this spurious separa-
tion, qualitative research is often left out of con-
sideration of evidence-based methods. To
conceptualize qualitative research as separate
and different from quantitative and efficacy
research may be counterproductive to the
advancement of health research. Rather, it may
be more fruitful to consider ways to incorporate
qualitative research into evidence-based practice
and to complement it with quantitative evidence.
Thus, it is not a question of whether we use num-
bers, but rather how we consider human behavior
in meaningful terms.

To respond to the call for the inclusion of
qualitative phenomena in evidence and to over-
come the dichotomy between qualitative and
quantitative research, we propose contextual
action theory (Valach et al. 2002c). The purpose
of this chapter is to describe how contextual
action theory informs this debate, to discuss the
possible use of this perspective to develop evi-
dence for health processes, and to situate the
evidence-based movement in a paradigm in
which qualitative phenomena are considered.
Before articulating contextual action theory as an
integrative framework for qualitative health
research, we set the stage by addressing prelimi-
nary notions of action and health, qualitative and
quantitative research, and the ontology and epis-
temology of action.

4.2  Actionin Life and Science

Action is a term commonly used to describe
many aspects of human life. It refers to what peo-
ple do individually and together. In common
usage, action differs from behavior by including
the notion of “toward a goal,” that is, it encom-
passes cognitive and emotional processes as well
as social meaning. The definition of health identi-
fied earlier, that is, “the ability to adapt and to
self-manage,” implicitly includes lay understand-
ings of action and goal. Human action is perva-
sive in life, and by extension in health, from
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getting up in the morning to maintaining long-
term friendships. Individuals are clearly involved
in action in their daily lives. Action is also pres-
ent in a variety of complex manifestations in
social and institutional phenomena from operat-
ing a national healthcare system to training
midwives.

Action has received increased attention in
health research in the past two to three decades.
For example, a simple search for the terms action
and health in journal article abstracts using the
search engine PsycINFO in early November
2013 generated 976 publications for the 2012
publication year and 90 for the 1992 publication
year, representing an increase of more than 1000
% over two decades. At the same time, very few
of these publications are grounded conceptually
in an action perspective, and even fewer use goal-
directed action as research paradigm and
methodology.

4.2.1 Qualitative and Quantitative

Inquiry

Madjar and Walton (2001) maintain that “... the
application of any evidence requires clinical
experience, wisdom, care, understanding”
(p- 37). We propose that clinical experience, wis-
dom, care, and understanding can find their ways
into the application of evidence when we regard
human action as goal directed. However, a criti-
cal and contextualized view of evidence has not
always been present in quantitative health
research. Rather, traditional quantitative research
has tended to focus on the generation of evidence
and less so on its application. When the meaning-
ful understanding of the social and personal order
is hidden in the research procedure, the applica-
tion of evidence becomes more challenging and
contributes to the research—practice divide in
many health disciplines. Traditional research
procedures in quantitative studies often prescribe
that participants are controlled for personally and
socially meaningful features, such as age, gender,
education, class, ethnicity, and so forth. In turn,
traditional research methods do not well repre-
sent the social world they intend to study, as this

social world is considered independent of and
different from everyday thinking. In addition,
statistical understandings of causality have little
to do with its philosophical understanding (Danks
and Eberhardt 2009; Nisbet et al. 2009; Schlosser
2012), although it is not common for researchers
to reflect this fact in their research. For example,
in a study using traditional methods, Neblett and
colleagues reported that racial identity mediates
the association between ethnic—racial socializa-
tion and depressive symptoms among African-
American college students from a predominantly
white southeastern university in the United States
(Neblett et al. 2013). Generalization of their find-
ings are limited because of the context, age of
students, time frame of behaviors in question,
and the understanding of racial socialization as a
long-term process, among other factors. In con-
trast, qualitatively oriented research is generally
known for its capacity to attend to characteristics
such as clinical experience, wisdom, care, and
understanding. This is particularly the case when
we can both conceptualize and assess such char-
acteristics in the research.

4.2.2 Ontology and Epistemology
of Action

Some researchers in qualitative health research
suggest a pragmatist philosophy as a suitable
ground for qualitative evidence (Kuzel and Engel
2001), some propose critical realism (Maxwell
2008), many assume a constructionist research
paradigm (Bourdieu et al. 1991), and other para-
digms are also invoked. The ontology and episte-
mology of action include important premises of
pragmatism, critical realism, constructionism,
relationalism, and the principle of enaction
(Stewart et al. 2010). However, there are also
aspects of the conceptualization of action that
suggest unique aspects of its ontology and
epistemology.

Action is the key element of our existence
(Sartre 1957). We assume that our daily activities
and behavior consist of actions (Vallacher and
Wegner 1987). We develop through action
(Brandtstiddter and Lerner 1999), our brain
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develops by action toward the environment
(Fuchs 2008), and our ontogenesis and phylogen-
esis are proceeded by our actions (Gallese et al.
2009). Action is the building block in our under-
standing of self and others in the world (Tomasello
et al. 2005). For example, we may think about a
physician as someone who applies medical
knowledge and freats illnesses. One may also
assume that the social world is constructed
through action (Berger and Luckmann 1966).

An epistemology based on action focuses
more broadly on action as the basis for knowl-
edge construction than some other epistemolo-
gies (Frisna 2002). However, our view is not a
radical methodological constructivism. It empha-
sizes goals rather than causes to explain human
events and phenomena. Causes are here under-
stood as more connected to the scientific (classi-
cal mechanics) explanation rather than as central
to the motivational process. Any generation of
evidence, particularly evidence of health- and
treatment-related processes, can be seen as based
on action-driven inquiry which, in turn, calls for
a closer scrutiny of how action is conceptualized.
Action driven does not mean exclusively out-
come driven. Although goals are orientations
toward future states and processes, action con-
tains more than a goal. It includes ongoing pro-
cesses in the here and now. As an illustration of
the integration of goals and processes in action,
consider the example of paramedics attending to
a patient following a motor vehicle accident. This
action entails the goal of taking an injured person
to the hospital. This goal implies a whole hierar-
chy of functional steps, knowledge, and skills in
paramedic procedures and the human anatomy,
as well as detailed socially meaningful prescrip-
tions on what step takes priority and why. The
actions might include ensuring that the victim is
breathing adequately, assessing his or her neuro-
logical state, reassuring the victim, and so forth,
all of which are done with the mindfulness of
being efficient. Thus, at any moment, this action
sequence requires the paramedic’s presence,
steering processes, control, regulation, monitor-
ing, energizing, communication with the team of
paramedics, and so forth. This example illustrates
that simply identifying the goal of an action is too
narrow an understanding.
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4.3 Contextual Action Theory
Contextual action theory is about individual and
joint goal-directed short-term actions, midterm
projects, and long-term careers.! Actions are
units of behavior for which a goal is assumed,
attributed, or experienced (for a more extensive
discussion of this theory, see Valach et al. 2002c;
Young et al. 2011b). Projects are comprised of a
series of actions over a midterm length of time
constructed to have a common goal. Careers are
series of projects over a long period of time that
have a common goal. Actions may be embedded
in projects, which, in turn, can be part of a more
extensive career. For the sake of illustration, a
simple example of a health-related action, proj-
ect, and career may suffice. The action of exercis-
ing with a partner may contribute with other
actions to a weight loss project, which, together
with other projects over a lifetime, constitute a
fitness career. Equally, the action of exercising
contributes to a relationship project and a rela-
tionship career as well as to an identity project
and an identity career.

Action, projects, and careers are contextual
processes, not only in the sense that they are
embedded in contexts and create relational sys-
tems but also that their meanings change with
changing contexts. Thus, action, projects, and
careers are contextual and relational phenomena.
That is, they are phenomena involving the relat-
ing of person and environment. They contain pro-
cesses that are simultaneously manifest and
observable, subjective and experiential, and
social and shared.

The definition of health identified above as
“the ability to adapt and to self-manage” suggests
that human action is central to health and by
extension to health promotion and health
research. These constructs represent actions that
are intentional, goal directed, and joint, that is,
the actions involve more than the individual per-
son. While health is a construct that represents

1 The terms “project” and “career” are not used in their
everyday colloquial meanings. Their specific meanings in
contextual action theory are described in this the text.
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complex personal, institutional, and societal
phenomena, its achievement and maintenance
depend on joint human goal-directed actions,
projects, and careers.

4.3.1 Accessing Goal-Directed
Action for Health Research

and Clinical Purposes

Our approach (Young and Collin 2004; Young
et al. 2002) regards goal-directed action as multi-
leveled and multifaceted. These facets include
the manifest processes or observable behavior,
the actor’s internal and subjective experiencing
that guides and steers the action, and the social
meaning attributed to the action by the actor and
others. These facets of action are conceptualized
with the assumption that actions comprise not
just what we see on the surface, but also the inter-
nal processes that steer behavior and the social
forces that motivate thoughts and behavior.

Contextual action theory considers goal-
directed action at three different levels. The first,
or top, level has to do with meaningful pro-
cesses, in other words, the goals of action. The
second or middle level addresses how the order
of tasks functions to accomplish the task. Finally,
the third level is comprised of specific action
elements that can be observed and measured in
structural and physical terms. To illustrate these
levels of action, consider a person sharing a can-
cer diagnosis with her spouse: verbal and non-
verbal behaviors are used in the context of
resources, skills, and habits that both the person
and spouse have, for example, time availability
(the person decided that she wanted her hus-
band’s attention for at least an hour), and the
context for what the person considered the seri-
ousness of the conversation—a walk in the park
seemed conducive to this kind of conversation
(the lowest level); the conversation is guided by
both participants’ thoughts and feelings as they
engage in the conversation (the middle level)
and is understood at the meaning level as being
“about something” by those involved and others
in similar communication or cultural communi-
ties (the top level).

One way to enhance the meaningfulness of
health evidence, and thereby the applicability and
effectiveness of evidence-based practice, is to
utilize a method such as the one described above
to generate multileveled evidence about human
action. Without paying attention to the social
context and the complexity of human action and
simply focusing on just one of the several dimen-
sions, researchers run the risk of generating evi-
dence that has limited value and applicability.

In the research method developed to access
action, we gather data from these three perspec-
tives (Young et al. 20054, b). Firstly, we use sys-
tematic observation for the manifest processes,
frequently gathered through a video recording of
the action. Secondly, we gather the actors’ sub-
jective processing of the action through the self-
confrontation interview, that is, the recall of
thoughts, emotions, and sensations based on
viewing a video playback of the action to access
subjective experience (Valach et al. 2002a, b, c).
Finally, we use naive observation by the actors
and researchers to determine social meaning, that
is, “what this action is about in its everyday
sense.” These methods are used to complement
each other, as they refer to different facets of the
action. They are not used to triangulate the data
for purposes of validity, but rather to provide a
comprehensive understanding of the action. In
addition, the systematic observation system con-
tains socially meaningful observation categories,
functional categories, and physically and struc-
turally formulated categories. These are designed
to describe the different levels of the systemic
processes of action, projects, and careers (Young
et al. 2005b).

For example, in describing the action of a
paramedic attending an accident scene, we need a
commonsense meaningful term for segmenting
the behavior out of the longer stream of behavior
that is part of the action “saving the victim.” The
antecedent and subsequent actions can be labeled
such as “taking a dispatch call,” before the help-
ing action and “walking out of the emergency
ward” after “helping the victim.” Once we seg-
mented the stream of behavior into actions using
socially meaningful observational categories, we
can then observe and categorize the processes
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undertaken in the service of the assumed goal
(saving the injured person) with categories
designed to capture function (that is, its function,
not the movement or utterance). One action can
contain a number of functional units, which often
are organized in a hierarchical system (stabiliz-
ing a victim’s condition contains the processes of
taking his or her pulse, watching and feeling the
victim’s breath, and deciding if cardiac pulmo-
nary resuscitation is necessary). Finally, each of
the described functions is specified in time, that
is, duration, in physical space categories, in
movements, in behavioral terms, and in linguistic
terms. This is the observation at the lowest level
of action organization.

4.3.2 Actions Are Systems

Contextual action theory maintains that the unit
of analysis is an action. As action is multileveled
and hierarchically and sequentially organized
and not a single variable, it can be further speci-
fied, described, and measured within the system
in which it occurs. The three hierarchical levels
representing how action is organized, that is,
goals, functional steps, and elements, are
described above. Meaningful observational cate-
gories are used for identifying goals. Functional
categories are used to distinguish the sequential
order of action steps, including cognitive—emo-
tional processes. Finally, physically and structur-
ally defined units are used to code the action
elements.

Consider a procedure a nurse or rehabilitation
professional performs. It has a goal, and there are
certain steps which have to be executed in a cer-
tain order, accompanied by certain thoughts and
feelings. The steps have a prescribed time. There
are defined physical objects to include and a
guide on how movements and positions should
be performed. The same system is used when
observing and describing target actions, as well
as formulating a standard operating procedure.
The procedure described above is also used when
studying joint projects and actions of a more nar-
rative and communicative nature. In contrast,
standard operating procedures are often based on
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adifferent conceptualization, that is, one in which
goal-directed action is not central and in which
subjective and social meaning and processes are
obsolete.

4.3.3 Data Analysis

In using contextual action theory as a research
paradigm and specifically the action—project
method (Young et al. 2005b), each of the levels
or systems—that is, the behavioral or physical
level, the functional level, and the meaning
level—is accessed in a manner described in the
example above. Furthermore, each requires a dif-
ferent procedure to determine trustworthiness, or,
in more standard language, different means are
used to establish their validity and reliability.

Firstly, the physical and structural categories,
which include observable behaviors, reported
behaviors, and utterances, can be measured and
quantified and thus are best evaluated using clas-
sical reliability criteria. For this type of data, the
more precise the measurement is, the more trust-
worthy it is. For example, a researcher employing
the action—project method may code specific
behaviors such as “client asks the physician a
question” or “stretches one’s arm muscles.”
When these elements are coded with high inter-
rater reliability, the data is believed to be trust-
worthy. In suggesting this type of reliability, we
are not proposing a mixed method approach, but
rather a qualitative approach that includes
the reliable measurement of naturalistically
observed behaviors at the appropriate level of the
action.

Secondly, a different trustworthiness proce-
dure is involved when determining the validity
and reliability of the functional categories, which
is based on the consensus of observers, specifi-
cally that of the researchers. It is based on the
researchers’ cultural understandings. It does not
rely on numerical precision but on a consensus-
making process among the observers. For exam-
ple, a researcher may infer a functional step of
“learning about cancer” amid a set of observed
behaviors such as questioning the physician and
reading a pamphlet. When there is adequate con-
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sensus among researchers about the presence of
this functional step, this data is judged to be
trustworthy.

Finally, the meaningful categories, at the high-
est and most abstract level of the action system,
require social and cultural insight that are context
dependent and based on conventions, as is the
case in much qualitative research. Assuring the
trustworthiness of socially meaningful observa-
tional categories means that a label such as “edu-
cating self about managing cancer” makes sense
in the target communication community and that
the majority of its members would ascribe this
meaning to the behavior in question.

In data analysis using the action—project
method, systematic observation and coding of the
ongoing action proceed from both top-down and
bottom-up, that is, from the meaning level to the
functional level to the level of elements and vice
versa. It follows the general principles of how an
action is understood. People in general can grasp
an action in its meaningful “gestalt,” that is, “they
get it.” However, when it is difficult to understand
the action for whatever reason, people start pos-
ing hypotheses about the meaning of the observed
behavior. These hypotheses are supported or
rejected by paying attention to behavioral details
and trying to guess the meaning of the behavior.
This can be understood as the bottom-up process.
Observation of functional categories implies that
the target processes are coded by their function in
regard to the defined goal at the higher level.
Thus, the same behavioral process may be labeled
differently according to its function in different
goal contexts. Even the physical description of
the microprocesses, movements, and behavioral
features makes sense only within the meaningful
unit, which is segmented out of the stream of
behavior by the assumption of a goal. Thus,
physically defined units, coded independently
and outside of their action context, do not lead to
identifying meaningful, everyday relevant units.
The observation procedure provides a description
of the ongoing systemic processes within the lev-
els of action, project, and career. For example,
the systemic process of maintaining one’s health
over a long number of years can be described by
the projects the person is engaged in, the actions

the person performed, and the action steps used.
The structural features of these actions, such as
how many cigarettes were smoked, how much
time the person spent exercising, and so forth,
can also characterize this systemic process.

The action—project method also aims to gather
data that is naturalistic and comprehensive.
Rather than choosing only the bits of data that
seem relevant to the research question at hand,
this method takes in every piece of data, be it a
respondent’s facial expression or a description
about health beliefs (Young et al. 2001a), that
belongs to the meaningful unit of analysis. This
approach to data analysis does not emphasize
causal mechanisms and measurement principles
of incremental, internal, and criterion validity,
which are key aspects of the most classic quanti-
tative studies.

In using action as the unit of analysis, we rely
on several criteria: one for defining the goal that
segments the action from the stream of behavior,
another for describing the functional action steps,
and a third for describing the action elements in
structural and metric terms. This procedure and
the principal on which contextual action research
are based are the opposite of those found in con-
ventional behavioral research. Many researchers,
when choosing a unit of analysis, shy away from
social criteria as these are often less readily
defined in structural, physical terms. In addition,
the mechanistic postulate that a unit of analysis
should be defined only by one term exclusively to
achieve clarity thwarts the identification of the
unit of analysis as a systemically conceived unit,
that is, an action.

4.3.4 What Processes Can
Be Studied Using Contextual
Action Theory?

Contextual action theory leads to studying health
actions, projects, and careers (Young et al. 2005a,
b). Researchers using this approach assume that
these actions, projects, and careers can be studied
in their everyday action context, without having
to be reduced to numerical or variable form. They
also assume that actions are more complex than
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just the execution of preformulated cognitive
sets. These researchers study ongoing actions by
collecting data on manifest processes, subjective
experience, and social meaning. Specifically,
they use systematic observation, the self-
confrontation interview, and naive observation.
Ongoing actions are video recorded, not just ret-
rospectively reported on. Equally, the researchers
do not assume that cognitive and emotional pro-
cesses are available to be reported as isolated
units but that these are contextual—-relational pro-
cesses whose validity is ascertained only when
studied in context. The action—project method
does not answer all possible research questions.
But it does help us to define the actions, projects,
and careers we can study (Young et al. 2000,
2001a, b).

As we have argued above, it is our contention
that nearly all health phenomena involve some
form of goal-directed behavior of individuals and
healthcare providers. A research method that is
longitudinal, context focused, and multi-
perspectival while at the same time focuses on
the underlying goals and meanings of human
action would likely lead to the generation of rich
and meaningful data. An example of a health
phenomenon that can be investigated in this man-
ner is chronic pain management. To be sure, this
area of research has received tremendous atten-
tion over the past 20 years and has generated
fruitful evidence in causal mechanisms and pre-
dictors of chronic pain and disability (Kerns et al.
2011). For example, quantitative research has
shown that personality traits such as fear of pain
and catastrophizing influence success in pain
rehabilitation programs (Heymans et al. 2009;
Velly et al. 2011; Wideman et al. 2009) and that
recovery from pain varies with time and context
(MacEachen et al. 2010). Indeed, research that
investigated the social context, meaning, and
goals of individuals with chronic pain has led to
in-depth findings about the phenomenon of man-
aging low back pain. A recent interview-based
study has found, for example, that farmers who
suffer from chronic low back pain continue to
work on the farm due to socially meaningful
goals such as economic incentives and pride
(Dean et al. 2011). To date, however, no studies
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have focused specifically on the actions, goals,
and their underlying social meaning to individu-
als with chronic pain in a naturalistic manner.
This information is important as it could help cli-
nicians evaluate the appropriateness of certain
assessment and treatment tools for particular
patients. Research using the contextual action
theory paradigm could reveal the immediate
goals, meaningful midterm projects, and long-
term “careers” of chronic pain sufferers, which
would likely add an insightful dimension to the
literature. For example, in the case of a particular
client’s chronic pain, specific actions in which
fear of pain and catastrophizing occur may be
linked to some projects that are part of long-term
pursuits or a pain career. The substantial emo-
tional underpinning of these actions, particularly
as they include fear, may require special attention
in clarifying related goal-directed systems.

Another phenomenon that may be appropri-
ately viewed through the lens of a goal-oriented,
action-focused, and context-emphasizing model
is recovery from an illness or injury. For exam-
ple, a qualitative study of individuals undergoing
a rehabilitation program following a traumatic
brain injury has shown that, for some individuals,
the recovery process takes on different meanings
and their goals evolve as time progresses
(Kristensen 2004). Adapting to a Type II diabetes
diagnosis is a similarly complex phenomenon
that could be insightfully unpacked with the
action—project method. Quantitative research has
shown, for example, that social support is related
to symptom severity more so in patients of
African than Caucasian ethnicity (Rees et al.
2010). Without contextualized qualitative
research, it would be difficult to understand why
this trend occurs.

4.3.5 Health Studies Informed by
Contextual Action Theory

In the last 20 years of our collaboration, we pub-
lished a number of research studies in which we
studied health as an action problem (Valach et al.
1998). That is, we did not study an organ, a func-
tion or handicap, or a diagnosis-based problem.
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Instead, we asked what people do to achieve and
maintain their health. Studying everyday joint
actions and projects, we were able to describe
family joint processes related to health mainte-
nance and improvement, which we called family
health promotion projects (Valach et al. 1996).
With some variability in the procedures between
studies, these projects were monitored over
6-month periods after they had been identified
through a family conversation or interaction that
had been video recorded, complemented with
video-supported recall (self-confrontation inter-
view), and analyzed (e.g., Young et al. 2001b).
Specific projects included sun protection (Young
et al. 2005a), suicide, and life-enhancing projects
(Valach et al. 2002b, ¢, 2006a, b, 2010; Michel
and Valach 2002, 2010), drug abuse project
(Graham and Bitten 2015; Graham et al. 2008),
and parental project of habilitation after child’s
cochlear implantation (Zaidman-Zait and Young
2008), neurological rehabilitation (Valach and
Wald 2002), counseling (Young et al. 2011a, b),
psychotherapy (Valach and Young 2012), and
others. These studies provided descriptions of the
joint projects in either conceptual or empirical
terms. The empirical descriptions involved a
qualitative outline of the systems of projects
found and the sequences of actions within these
projects. Conflicts and synergies as well as links
between various actions and projects were
pointed out. Equally, we also addressed ways
contextual action theory and its methods could be
used in counseling and psychotherapy interven-
tion (Popadiuk et al. 2008; Valach and Young
2012; Young et al. 2015; Young and Valach
2002). As our research examples indicate, numer-
ous health issues can be studied. Rather than a
survey questionnaire, we monitor the actions in
question in regard to the particular issue, as it
occurs in everyday contexts, be it (a) the perfor-
mance of an action, primarily, in the case of our
research, joint conversations between important
parties, or (b) the narrative of an action such as
the one a person provides to a nurse, physician,
psychotherapist, or relevant other, such as a par-
ent or a peer (Young et al. 1999). The action that
is the focus of inquiry can also be a professional
action, such as neuro-rehabilitation, psychother-

apy, teaching (Valach and Stevens 2008), playing
with children, or supervising children, trainees,
or psychotherapists. After describing the studied
actions as indicated above, we, together with the
research participants, infer the projects of which
these actions are a part. These projects are then
monitored for a further period of time.

4.4  Evaluation Informed by

Contextual Action Theory

Dealing with evidence-based health research
means addressing the issue of evaluation in
research and practice. While there are conflicting
views about whether evaluation is distinct from
research (e.g., Levin-Rozalis 2003), it is unques-
tionably important in interventions, program
development, and evidence-based practice.
Evaluation does not simply entail scientific dis-
covery, it also seeks to uncover the value or qual-
ity of something. While the field of research
seeks knowledge about the what, evaluation
seeks information about the how, why, and under
what circumstances.

Everyday human action can be considered a
qualitative phenomenon, because it is intentional
and is always directed at an action object, whether
mental, material, or social (Searle 1983). As qua-
lia, which refers to our subjective conscious
experience, is our primary awareness of the
world, and thus of our behavior, it follows that
these experiences are primarily qualitative
(Young and Valach 2008). In addition, everyday
action also inherently contains an evaluation
component. Whenever we act, we are engaging
in a process, whether consciously or not, of eval-
uating the importance, worth, and value of the
action. For example, when washing one’s hands,
the evaluative feeling of performing an adequate
action arises, and the thought of “better use soap”
is generated. The very hot water may also engen-
der the evaluative reaction “this water is too hot,
I am going to scald my hands,” and so forth. This
does not imply that all action processes are highly
conscious. However, we know that even when
habitual and automatic everyday processes go
wrong, the process of regulation based on evalu-
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ation steps in without our conscious decision
(Duckworth et al. 2002). Nevertheless, these also
are action processes. Hence, we maintain that
intentional ~ action  necessarily  involves
evaluation.

Evaluation is a “built-in” process in every
action and project (Aarts et al. 2012; Heider
1958). It is an important component to consider
in professional disciplines that deal with the
everyday lives of humans. A theory of evaluation
should include some everyday evaluative con-
cepts, such as worth, effectiveness, and effi-
ciency. Professional health disciplines that deal
with evaluation issues have to ask evaluative
questions. That is, all the participants in health
interventions should be monitored for their eval-
uative processes as they occur in their ongoing
actions and projects. One way to get at these dif-
ferent levels is to conceptualize the processes
involved from the perspective of goal-directed
action. We can imagine the evaluation process
that a rehabilitation professional engages in while
engaging in a rehabilitation exercise with their
client. The professional might evaluate the cli-
ent’s readiness before starting the intervention
and continue to attend to their own internal
thoughts and feelings as they observe the client’s
reactions during the rehabilitative exercise and
change the exercise accordingly. Uncovering
these subtle and subjective evaluative processes
in healthcare clients would likely lead to rich
information about the health phenomenon at
hand and open doors to in-depth understanding
about the worth, success, and importance of an
evidence-based intervention. To date, however,
organized and professional evaluations of occu-
pational activity are often reduced to outcome
evaluations of these practices without giving
voice to the participants.

Valach and Wald (2002) illustrated how neu-
ropsychological rehabilitation could be concep-
tualized from the perspective of goal-directed
action and how the processes involved incorpo-
rated evaluation. They pointed out that neuropsy-
chological rehabilitation—as are many other
institutionalized processes dealing with health—
is an interface of three complex systemic pro-
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cesses. Each can be conceptualized as involving
goal-directed action, projects, and careers and, as
such, includes evaluative components. That is,
the conceptualization of the tasks needed to reha-
bilitate behavior and brain functions in the sense
of motor and cognitive functions represents one
system that has to be practiced in rehabilitation.
The rehabilitation exercises in one session, as
well as the whole rehabilitation process with one
client lasting several weeks and months, com-
prise this systemic process (Belda-Lois et al.
2011; Feys et al. 1998; Green et al. 2002; Van
Praag et al. 2000). Developing and establishing
the rehabilitation procedure at a more general
level, its codification and regulation represent
another system of rehabilitation (such as devel-
oping a standard operating procedure) (de
Treville et al. 2005; Zimmerman 1999). Finally,
the organization processes of a rehabilitation
clinic or hospital is the third systemic process,
such as in total quality management (Richards
1994) or of a learning organization (Crites et al.
2009; Senge 1990).

For example, one can use contextual action
theory as a blueprint for understanding and
describing of these three systems. At the action
level, neuropsychological rehabilitation aims at
“reinstalling” lost brain functions within the
brain plasticity (Morris and Bickel 2011). This
represents the first system. It includes physical
and occupational therapy exercises which are
themselves organized into rehabilitative projects.
The second action system includes the rehabilita-
tion procedures, describing, establishing rules
and conditions for their application, and so forth,
as in the standard operating procedure. Further,
as the dynamically developing neuropsychologi-
cal rehabilitation is under scrutiny by traditional
medicine, its support depends on their evidence-
based practice. The latter is implemented in reha-
bilitation within the quality management of
organizational development, which provides the
third action system. To summarize, we consider
the rehabilitative exercises, the first action sys-
tem, the establishing of the general rehabilitation
procedure in various disciplines (physical ther-
apy, occupational therapy, etc.), the second action
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system, and the processes of a rehabilitation
organization such as a rehabilitation center as the
third action system.

The action—project research method may be
useful to address the gap in the program evalua-
tion literature by providing contextualized infor-
mation about the effectiveness of interventions.
In contrast, in traditional, causally oriented inter-
vention studies, some variables are controlled,
while others are minimized as having an extrane-
ous effect on the results. Client perspectives are
garnered by client satisfaction surveys or profes-
sionals’ opinions. In basing evaluation on an
understanding of goal-directed processes, evalua-
tors are encouraged to consider participants’
qualitative narrative data as a reliable and valu-
able source of evidence (e.g., Patel et al. 2008;
van Huet et al. 2009).

4.5 WHO ICF 2001
and Contextual Action

Theory

The World Health Organization International
Classification of Functioning, Disability, and
Health system (WHO ICF, World Health
Organization 2001) is a widely acknowledged
classification guideline for measuring disability
(Brandt et al. 2014). This classification is based
on a systemic conceptualization that takes a bio-
psychosocial approach to understanding human
functioning and disability by integrating the
medical model with social factors. It differs from
traditional models because it views health, ill-
ness, and dysfunction as context-dependent and
relational phenomena (Schultz et al. 2007).
Specifically, it proposes that limitations to bodily
functions are rendered disabling partly due to the
broader social context in which the individual is
embedded. According to the WHO ICF, impair-
ment and disability can be comprehensively
described based on one’s body structures and
functions, activities, and participation in society.
For example, someone with a spinal injury is dis-
abled because he or she has paralysis of the legs

(bodily functions and structures), cannot take
public transportation (activity), and thus may not
be a part of cultural activities in the community
(participation).

We propose that the WHO ICF is not dissimilar
to the systemic order used in contextual action the-
ory. Specifically, both the WHO ICF and contex-
tual action theory regard human functioning from a
rich, multilevel perspective. At the lowest and most
concrete level, body structures and functions, as
defined in the WHO ICF, can be understood as the
manifest behaviors, skills, and resources that com-
prise human actions. In the middle level, the con-
cept of activity is akin to the idea of functional
steps in contextual action theory. At the top and
most abstract level, the individual’s participation in
the community and society holds social meaning,
which is not unlike the meaningful goal level in the
contextual action paradigm.

While the WHO ICF has been instrumental in
describing and classifying disability in clinical,
vocational rehabilitation and epidemiological
research settings (e.g., Leonardi et al. 2005;
Saltychev et al. 2013), it has seldom been used
for explaining health phenomena or conceptual-
izing interventions, that is, describing the inter-
vention processes which go beyond the “what is”
and “should be” state. The following illustrates
both the possibilities and limits of the ICF:

For health care professionals conceptualizing a
case, they can use this framework to first explore
biological bases of behavior (body functions and
body structures). Once the physical and mental
health and functioning of an individual are clari-
fied at the individual level, then how that person
functions in his or her environment can be explored
with respect to the potential (activity) versus actual
ability to participate within a social context (par-
ticipation). The discrepancy between identified
potential (activity) and actual participation can
serve as the focus of clinical attention for interven-
tion targeting.

Peterson (2012 p. 411)

The fortuitous parallel between the ICF and
contextual action theory —namely, the multilevel
approach to understanding health—may open
doors for this type of research.
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Contextual action theory provides a tightly
knitted conceptual system that can replace the
existing patchwork of concepts and ad hoc
explications, which are then ordered by quanti-
tative methodology in conventional outcome
studies. For example, consider the problem of
chronic low back pain. There is one conceptual-
ization behind the epidemiological studies on
back pain problems (Manchikanti 2000),
another behind the outcome studies for evidence
of intervention effectiveness (Saper et al. 2014),
and still another behind implementing back pain
interventions (Ammendolia et al. 2009); another
conceptualization leads the monitoring of inter-
ventions (Farin et al. 2013), and, finally, a dif-
ferent conceptualization is behind physicians’
suggestions about what to do and what to avoid
(Chibnall et al. 2000; Valach 1995). Thus, there
are numerous approaches to understanding
human health, here illustrated with back pain,
including epidemiological studies, randomized
controlled studies, treatment manuals, and so
forth. To discuss the merits and limitations of
these approaches would reach far beyond the
scope of this chapter. However, the reader is
invited to consider the assumptions underlying
each of them, from large epidemiological stud-
ies to the more minute step-by-step prescription
of clinical procedures with specific clients in
specific contexts. We propose that contextual
action theory can unify these approaches in pro-
viding a common ground for conceptualizing
them. Understanding the development and treat-
ment of health conditions, such as chronic low
back pain, as occurring within systems of goal-
directed actions, evaluating related intervention
strategies as a part of action and project evalua-
tion, and considering the goal directedness of all
the participants in the health system represent
how contextual action theory can provide a
common conceptual base for all these concerns.
In order to generate knowledge that is rich,
applicable, and relevant, it is important to inves-
tigate issues like chronic low back pain beyond
their mechanical conceptualizations and in a
multidisciplinary, process-oriented, and contex-
tualized manner (Fedoroff et al. 2014).
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4,6 Constructing Evidence
In discussing evidence in quantitative and quali-
tative studies, one is faced with unequal assump-
tions. Quantitative research stresses issues of
controlled research design and validity and reli-
ability. However, the seemingly open access to
empirical reality in quantitative research is rigor-
ously predefined by philosophical assumptions,
even if they are naive philosophical assumptions.
These assumptions are represented in the follow-
ing methodological procedures: transforming
everyday processes into the schema of the
research study, formulating variables, and pre-
scribing the research procedure, methodology,
methods, and statistical analyses. The everyday
processes that may be the subject of the research
take on a new life in the form of variables, which
in turn are processed by procedures that do not
fully reflect everyday experience. For example,
suppose persons eligible for a study are selected,
the behavior that is the focus of the study is iden-
tified, and specific processes pertinent to that
behavior are chosen. However, these selections —
that is, the sampling of participants, behaviors,
and processes—do not necessarily follow the
meaningful, contextually embedded order of
these processes within the person, within a long-
term order, or within a group of people. All the
sampling procedures assume a certain random
distribution, which is not typical in living sys-
tems involving human goal-directed processes.
The following provides some examples of
how researchers, informed by contextual action
theory, conceptualized the process of construct-
ing evidence. Contextual action explains and
describes the meaningful processes and order of
the studied phenomena, rather than explaining
statistical relations among variables. Previous
research has been able to empirically establish
and describe the conceptual order of behavior in
action, project, and career (von Cranach et al.
1982; Valach et al. 2002¢, 2006a, b; Young et al.
2006). In our research, we have been able to
apply this conceptualization to several health
domains (Valach et al. 1996; Young et al. 2001a,
b, 2005a, b). In this research, empirical methods
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are chosen to fit our understanding of the pro-
cesses we are studying, as we explained earlier.

For the systematic observation of manifest
behavior, the level of analysis at which the action
processes are studied, as indicated above, deter-
mines the decision whether quantitative or
qualitative coding is used. The means of estab-
lishing the validity or trustworthiness of the cod-
ing or analysis, determined by the level of
analysis, is also outlined above.

4.6.1 Evidencing and Evaluation

as a Part of Action

In the interventions traditionally based on evi-
dence provided by RCTs and their evaluation in
outcome studies, everyday evaluation as found in
ongoing actions is not utilized. In RCTs, evalua-
tion and evidence upon which interventions are
based, firstly, are executed through specialized
processes such as measurement and, secondly,
only use a limited approach to how we gain
knowledge, such as those providing quantitative
data. The proponents of this view may end up
stripping the intervention of its evaluative moni-
toring processes and ignoring their experiential
value.

We suggest that by adhering to the everyday
thinking of action theory, we include the evalua-
tive monitoring of actions and projects and expe-
riential evidencing. At present, this new
proposition is for consideration at a conceptual
level, as we have not fully described the specific
processes of how to use evaluative monitoring in
research. However, the methods of action—project
analysis, which we have already described, might
be helpful to consider (Young et al. 2005b).
Seeing evaluative processes within action as pro-
viding legitimate research information is an
important first step in this new perspective.
Ongoing evaluation (we constantly evaluate
while engaging in an action) and monitoring of
everyday actions and projects (we constantly
monitor our actions when engaging in them) and
experiential ongoing evidencing (learning pro-
cesses while enacting our actions provides evi-
dence for the efficacy of our future actions) are

part of this conceptualization that is specific to a
whole range of qualitative approaches intended
to inquire into and understand health processes.
This conceptualization uses everyday action the-
ory as outlined in many approaches such as phe-

nomenology  (Pacherie  2008), symbolic
interactionism (Blumer 1969), commonsense
psychology (Heider 1958), and so forth.

Separating ongoing processes from their evalua-
tion is an important part of quantitative
conceptualizations.

Consequently, the call for quantitative evi-
dencing and assessment within quality manage-
ment is a call for the separation of intervention
processes and their evaluation and evidencing.
This separation is dictated by considering pro-
cesses as analogous to the causation of nonliving
structures.

In contrast, the processes we address here are
human and social processes, processes centered
around goal-directed actions. Using this
approach, evidence and evaluation may them-
selves be understood as actions and projects. This
is the most important suggestion in our discus-
sion. We are not against engaging in specialized
evaluation processes and developing research
evidence upon which interventions can be based.
Rather, we think that action theory provides a
way to link evaluation, intervention, and experi-
ence more closely. In calling for evidence, we
must simultaneously empower intervention par-
ticipants to be able to engage responsibly in goal-
directed processes that would then provide the
ongoing evaluation of these processes. This step
is a necessary and important feature of all action
processes. When these processes are taken out of
health-related intervention processes, we lose the
input from the very participants whose goal-
directed processes we set out to study.

An example of participant responsible engage-
ment in goal-directed processes comes from the
literature on goal attainment in mental health
interventions. Essentially, this literature reports
on the extent to which clients achieve goals over
a term of psychotherapy (e.g., Proctor and
Hargate 2013; Wilz et al. 2011). In addition,
accountability can also be monitored through
goal attainment between sessions, an approach
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very much endorsed by contextual action theory.
Identifying, monitoring, and supporting clients’
projects in treatment and also understanding
short-term, midterm, and long-term activities of
mental health professionals and their clients in
terms of goal-directed activity reflect evaluative
processes. Thus, a project, its process, and out-
come monitoring in the treatment of one client
are an issue of accountability, while the project
with its process and outcome monitoring in the
treatment of a number of clients is an issue of
evidence-based treatment.

4.7 Conclusion

Keeping in mind the interdisciplinary nature of
health-related processes in health promotion and
treatment and in developing evidence-based
treatments, we proposed an integrative conceptu-
alization— contextual action theory. Based on the
systemic, relational, and constructionist action
paradigm of goal-directed processes, this
approach accounts for the client’s everyday goal-
directed engagement in health-related processes
and can describe treatments as joint projects
health professionals engage in together with their
clients. We proposed using contextual action the-
ory with three goals in mind. Firstly, we critiqued
the conceptualization and practice of developing
evidence for treatment in randomized controlled
trials. Secondly, we indicated that the human
behavior health professionals deal with is goal-
directed action and should be seen as such.
Thirdly, we critiqued the reduction of treatment
evaluation to outcome measures. Goal-directed
action includes evaluation processes that should
be included in the evaluation of health
interventions.

4.7.1 Outlook

Perhaps more between the lines of this chapter,
we implied that healthcare has developed far
beyond the repair of dysfunctional body struc-
tures and functions. This repair orientation that
was practiced in eighteenth-century medicine
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assumed a mechanical view of the person. When
health and dealing with health and illness are
considered as an intentional, purposeful human
enterprise, then spelling out the conceptual con-
sequences is called for. Thus, we proposed,
firstly, that health is, to a certain degree, a goal-
directed process organized in different forms,
such as short-term actions, midterm projects, and
long-term forms (career), and included the social
organization of health. So whatever the specific
explanations of particular health issues are, they
still have to be addressed within an intentional
conceptualization such as the one proposed in
this chapter. Secondly, we proposed contextual
action theory as a possible approach to under-
stand the goal-directed processes.

Thirdly, we proposed that studies providing an
evidence base for treatment must also be designed
according to the assumptions about intentional
human life. How interventions are designed in
the future cannot be likened to a repair manual
but rather must accommodate the psychological
and social nature of the encounter between health
professionals and clients within the framework of
goal-directed systems. While the randomized
double-blind placebo control group design might
be suitable for studying drug effectiveness, in
which the client’s intentionality is not involved,
once the client’s intentionality is present, we have
to conceptualize the intervention in terms appro-
priate to goal-directed processes.? In accepting
these three propositions, we realize that goal-
directed processes contain evaluative processes
that should be used in providing evidence for any
intervention. How this evaluative monitoring is
organized as a group process, which most health
treatments represent, is a question of the group
structuring according to the task and not accord-
ing to a research philosophy. Thus, we hope that
such an approach will gain proponents who will
then develop its rigorous scientific basis, because
studying goal-directed systems is far from
storytelling.

2 Other chapters in this Handbook note the considerable
variation in adherence to prescribed medication, indicat-
ing that even in drug effectiveness studies the intentional-
ity of participants is a factor.
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4.7.2 Limitations
and Vulnerabilities

In this chapter, we have taken the reader on an
excursion to a world that does not include “treat-
ment as usual.” This world does not provide a
fully developed alternative that can be adopted
without making any sacrifices in one’s profes-
sional life. Rather, what we have articulated is an
invitation to step away from the highway of pro-
fessional routines to the nature trail where per-
sonal experiences and convictions of one’s
everyday life and professional activities, theory
and practice, and conceptualization and empiri-
cal research are connected. As such, many ame-
nities of the professional ways of dealing
routinely with human life issues must be con-
structed anew. For example, conducting research
based on the approach we have described could
be more cumbersome. It may not provide data
ready for statistical processing leading to struc-
tural equation modeling. It also does not readily
incorporate available measuring instruments,
such as questionnaires, scales, and tests easy to
administer and evaluate. Research assistants have
to understand more than just the procedural rules
of randomized double-blind placebo control
studies, considered the “gold standard.” They
may require more intensive collaboration and
supervision by the principal researcher. The pro-
posed paradigm includes cultural sensitivity that
requires that culture and context be attended to.
Attending explicitly to culture suggests that
obtained results are far from universal.
Notwithstanding this partial list of the limitations
and vulnerabilities of the proposed approach, we
remain convinced that it is important to question
routine procedures in health research that may
have outlived their primary purpose.

4,7.3 Take-Home Message
for Practitioners
and Policymakers

If, as professionals, we want to engage in secur-
ing, maintaining, and advancing the health of our
clients, we have not only to include psychologi-

cal and social processes in our understanding of
health and illness but also to consider these pro-
cesses as goal directed. They are represented in
short-term actions, midterm projects, and long-
term pursuits not only of the clients themselves
but also of healthcare workers and many others.
The references discussed in this chapter indicate
how to go about it.

Of particular importance is how evidence for
evidence-based interventions and quality assur-
ance is generated. In contrast to the view of the
existing, mostly quantitative approaches, the par-
ticipants’ naturally occurring evaluation and mon-
itoring of health goal-directed processes should
be stressed. Moreover, these processes should be
used as evidence. They are a critical part of health.
Again, how to go about it in detail can be found in
the research literature cited in this chapter.
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Models in Healthcare
Provision,
Conceptualizations
of Disability

5.1

Understanding how concepts of functioning, dis-
ability, and health have manifested across various
stakeholders in our healthcare system is very
informative in framing our discussion regarding
potential contributions of the ICF’s conceptual
framework to expanding notions of evidence in
healthcare outcomes. These conceptions in
healthcare draw our focus to specific attributes of
it and help define what one considers evidence of
healthcare effectiveness.

Several texts have compared and contrasted
various models of healthcare and disability. The
Handbook of Counseling Psychology (Brown
and Lent 2008) includes a chapter discussing
advancements in conceptualizing disability
(Peterson and Elliott 2008). The text
Psychological and Social Impact of Illness and
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Disability (Dell Orto and Powers 2007) provides
a detailed review of how disability is defined and
conceptualized in the literature (Lutz and Bowers
2007). Finally, the text Psychological Aspects of
Functioning, Disability, and Health (Peterson
2011) provides an expanded review of such mod-
els. What follows is a concise review of the medi-
cal, social, and biopsychosocial models of
healthcare provision and related conceptions in
healthcare and of disability. A discussion of these
models will help identify perspectives held by
various stakeholders in the healthcare system and
their potential impact on available evidences of
healthcare service provision.

As a preview, the medical model of healthcare
provision has been the most dominant force his-
torically, focusing on things that make us sick
and cause death. Because of the limitations asso-
ciated with this perspective, and the emerging
focus on the civil rights-related and disability
activism, the literature from civil rights-related
and disability activism resulted in the social
model of disability. The most contemporary
approach emerging in healthcare service provi-
sion, and as supported by the ICF’s conceptual
framework, is the biopsychosocial model, which
draws from the most useful aspects of both
approaches. The broad array of stakeholders in
the healthcare system hold varying views on how
to conceptualize healthcare and disability, and
understanding these views can make the health-
care professional more effective in collaborating
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with them and facilitate research that provides
the greatest opportunity for inclusion of a broad
range of evidences for the effectiveness of health-
care service provision.

A criticism of the 1980 WHO International
Classification of Impairments, Disabilities, and
Handicaps (ICIDH) was that it applied the medi-
cal model to disability (Hurst 2003). As a result,
in the development of the ICF, it was decided to
fully engage disability rights groups and other
stakeholders that have incorporated more qualita-
tive research to develop the ICF (Hurst 2003).
The ICF attempts to reconcile the medical and
social models with its biopsychosocial model. In
the next sections, each of these models will be
described more fully.

5.1.1 Maedical Model

The medical model has been the dominant force
in healthcare service provision, focusing on the
diagnosis of a disease, disorder, or injury. The
medical model can be described as a treatment
process that first identifies a pathogen or cause of
injury or other disease process (often classified
by the ICD) and then selects an appropriate treat-
ment protocol for the condition identified (Reed
et al. 2008). The medical model does not focus on
contextual factors (e.g., social and environmental
factors) or on the subjective experiences of indi-
viduals receiving healthcare. Within the medical
model, disability tends to be conceptualized as a
personal problem that requires treatment by med-
ical professionals (WHO 2001). Since contempo-
rary perspectives on disability suggest that
behavioral and social factors affect the course of
chronic disease and disability over the life span,
the medical model and related diagnostic infor-
mation have a limited utility for assessment and
treatment and ultimately identifying healthcare
outcomes (Peterson and Elliott 2008).

It is very important to note that the medical
model is not without utility. It contributed to
advances in science that helped researchers to
better describe disease processes and related eti-
ology, allowing more rapid and effective response
to the acute needs of persons with physical and
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mental disabilities and other chronic functional
health conditions. The medical model also
informed early initiatives to address issues of
improved care, survival, and quality of life.
Medical definitions of disability provide the cor-
nerstone for determining disability for legal and
occupational purposes and for determining eligi-
bility for financial assistance (Peterson and Elliott
2008).

5.1.2 Social Model

The medical model was challenged by the civil
rights era and related disability advocacy efforts,
encouraging a movement away from the medical
model of disability and functioning toward a
social model that considered the role of environ-
mental barriers in health and functioning
(Peterson and Elliott 2008). In fact, many propo-
nents of the social model viewed the medical
model as not only incomplete but in fact harmful
to persons with disabilities. Consider the follow-
ing quote regarding the standard clinical evalua-
tion by Reeve (2002), who describes it as the
“clinical gaze” and is a
public stripping [...] surveillance of medical
experts who use the clinical gaze to identify devi-
ance and disorder and to constitute the subject as a
patient [...] which leaves the recipient feeling vul-
nerable, exposed, humiliated and is an example of

psychoemotional form of disability, as well as a
form of institutional abuse. (p. 498)

This view is obviously not what the medical
model considers the evaluation process.

The social model was crucial, however, to
point out that people with disabilities were peo-
ple first and not merely a compilation of their
physical and mental functional limitations. It also
became obvious that treating persons with func-
tional disabilities with only the medical model
was not effective because it did not consider all
the important factors. Historical evidence sug-
gests that diagnostic information alone, without
functional data, may not adequately reflect an
individual’s health condition. It is very important
to note that disease or impairment may manifest
differently across individuals; similar function-
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ing does not imply similar health conditions
(Peterson 2011; Reed et al. 2005).

In the social model of healthcare, medical
conditions are no longer a simple personal attri-
bute, but a complex social construct reflecting the
interaction between the individual and his or her
environment (WHO 2001, p. 20). The social par-
adigm focuses on the barriers and facilitators to
functioning, such as daily activities, life skills,
social relations, life satisfaction, and participa-
tion in society. This model suggests that any
problem related to functioning, disability, and
health is influenced by, if not due in large part to,
societal attitudes and barriers in the environment.
Within the social model paradigm, the individual
is seen as the organizing core, and impairments
are defined according to environmental factors
(Olkin 1999; Olkin and Pledger 2003). The envi-
ronment is typically construed as the “[...] major
determinant of individual functioning” (Pledger
2003, p. 281). These complex interactions cannot
be captured by typical linear quantitative scales
but often require qualitative research to demon-
strate the diversity of responses to functional
health difficulties.

5.1.3 Biopsychosocial Model

The biopsychosocial model of disability inte-
grates useful aspects of both the medical and
social models of disability, addressing biological,
individual, and societal perspectives on health
(Peterson 2005). Planning treatments and docu-
menting outcomes of interventions from the body,
individual, and societal perspectives can improve
the quality of healthcare service provision and
consequently the quality of life of people with
disabilities, as well as increase the participation of
individuals with disabilities in society (Peterson
2011; Peterson and Threats 2005). The biopsy-
chosocial perspective and the ICF itself have the
potential to inform healthcare in the broadest
sense while providing specific benefits to people
with disabilities by using a universal, culturally
sensitive, integrative, and interactive model of
health and disability that is sensitive to social and
environmental aspects of functioning.

5.1.4 Implications for Healthcare

Evidence

The medical model of healthcare and disability
brings our attention to the specifics of what
makes us sick and causes death. Evidences of
healthcare outcomes from this perspective tend to
be actuarial and quantitative and can be classified
using a system like the ICD (described below).
How often does a disease manifest itself (morbid-
ity)? What is the probability of mortality? With
respect to treatment planning, healthcare out-
come research reflects the ubiquitous limited
evidence-based-practice ~ paradigm, seeking
quantitative evidence to support that specific
therapies eliminate or ameliorate identified medi-
cal conditions, and provides some indication of
the likelihood of their success. Examples may
include pharmacological research on the effec-
tiveness of treatment a given condition or adjunc-
tive therapies for conditions more resistant to
treatment.

The social model of healthcare and disability
shifts the lens of focus away from the individual
and illness and highlights the environment as a
central factor in an individual’s ultimate func-
tioning in the face of a given health state. The
experience of the individual in his or her environ-
ment is arguably best explored using a combina-
tion of quantitative and qualitative methods to
identify what is a successful environmental inter-
vention in healthcare. The social model—and its
corollaries within the biopsychosocial frame-
work —provides a unique opportunity to employ
patient or client-focused qualitative data that
inform the researcher how one’s context facili-
tates or hinders desired healthcare outcomes.

The biopsychosocial focus, and as we will see
illustrated within the ICF conceptual framework,
allows one to focus on medical and statistical
data (quantitative), person-centered experiential
data via qualitative methods, and unique to this
perspective, one can explore through qualitative
and quantitative methods dynamic, nonlinear,
and reciprocal interactions between what persons
can do optimally given their state of health and
functioning and what they are ultimately allowed
to do within society given facilitators and barriers
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present in the environmental context. This is
likely the greatest contribution of the biopsycho-
social model and the ICF’s conceptual frame-
work; it allows us to target our interventions and
measure healthcare outcomes in a nontraditional
manner that takes into account critical contextual
factors that are not often a focus of clinical atten-
tion in healthcare (Peterson 2011).

The National Committee of Vital and Health
Statistics, an academic medical advisory board of
the USA’s Department of Health and Human
Services, stated the following about the need for
integration of functional status into health
records:

The point has already been made that administra-
tive data generally do not include information on
functional status. The significance of this fact is
that information on this dimension of health—
increasingly the sine qua non for understanding
health—is not available to the health care system
(e.g. insurers and health plans), nor to the research-
ers, public health workers, and policy makers who
depend on administrative data. What is needed,
therefore, is a standardized code set that will
enable providers, with minimal burden, to include
functional status information in administrative
data.

(NCVHS 2001, p. 6)

Having described seminal conceptualizations
of healthcare service provision and disability and
related evidence for healthcare outcomes, let us
present a model of functioning, disability, and
health based on a biopsychosocial paradigm of
healthcare, WHO’s model of health as described
within the ICF’s conceptual framework.

5.2 WHO'’s Model of Health

5.2.1 Historical Context:The ICD

International classification of population health
began with a focus on the prevalence of medical
diagnoses and causes of death with the Inter_
national Statistical Classification of Diseases
and Related Health Problems (ICD, now in its
10th revision, WHO 1992), which provides an
etiological classification of health conditions
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(e.g., diseases, disorders, injuries) related to mor-
tality (death) and morbidity (illness). The ICD is
a good example of the medical model’s influence
on the diagnostic classification of illness or
injury.

The medical model and the ICD alone have
significant limitations. Diagnostic information
alone is limited in its utility to target and plan
interventions and evaluate effectiveness of treat-
ment/healthcare outcomes. Medical documenta-
tion classifies diagnoses using a system like the
ICD, but it does not classify associated function-
ing. The functional implications of a given diag-
nosis across individuals may be quite disparate.
Diagnoses may manifest through a variety of
impairments that range in their potential impact
on functioning. Individual differences in coping
styles may impact an individual’s reaction to a
given impairment, for example, coping with or
succumbing to a given difficulty. Diagnoses
alone are limited without clear descriptions of
associated functioning (Peterson 2011).

International Classification
of Functioning, Disability
and Health (ICF)

5.2.2

Before we begin, any introduction of the ICF and
its conceptual framework runs the risk of being
remarkably redundant with other similar pub-
lished reviews. A variety of publications have
discussed and critiqued the ICF (see volume 50
of Rehabilitation Psychology 2005, volume 19 of
Rehabilitation Education 2005, and volume 25 of
Disability and Rehabilitation 2003). Several
book chapters have been written for seminal
handbooks in the counseling and psychology
professions (Peterson 2009, 2012; Peterson and
Elliott 2008), including a text by this author
(Peterson 2011). These publications notwith-
standing, any explanation of the ICF can and
should be referenced back to the ICF itself
(WHO 2001).

The International Classification of
Functioning, Disability and Health (ICF WHO
2001) was published in 2001 as the latest addi-
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tion to the World Health Organization (WHO)
family of classifications, as a new taxonomy of
health and functioning that promotes the use of
universal classifications of function that are com-
plementary to the use of diagnostic information
in healthcare service provision. A sister classifi-
cation to the ICD, the two systems are meant to
be used together to classify a holistic conceptual-
ization of health and functioning.

The ICF does not classify people; rather, it
describes the situation of the person being evalu-
ated within an array of health or health-related
domains, which are practical and meaningful sets
of related physiological functions, anatomical
structures, actions, tasks, or areas of life, within a
given context. The ICF was designed to classify
not only limitations in functioning but also posi-
tive experiences with respect to bodily functions,
activities, and participation in the environment
(Peterson 2011).

The purpose of the ICF is to “provide a unified
and standard language and framework for the
description of health and health-related states”
(WHO 2001, p. 3). The aims of the ICF as indi-
cated in the document include to (1) provide a
scientific basis for understanding and studying
health and health-related states, outcomes, and
determinants; (2) establish a common language
for describing health and health-related states in
order to improve communication between differ-
ent users, such as healthcare workers, research-
ers, policy makers, and the public, including
people with disabilities; (3) permit comparison of
data across counties, healthcare disciplines, ser-
vices, and times; and (4) provide a systematic
coding scheme for health information systems
(WHO 2001, p. 5).

Using the ICF in combination with diagnostic
information provided by systems like the ICD-10
allows the two together to provide more specific
and complete conceptualizations of health and
human functioning (Bruyere and Peterson 2005).
A very important benefit of considering these two
perspectives is that disease or impairment may be
experienced very differently by two individuals;
similar health conditions do not imply similar
functioning (WHO 2001).

The ICF represents a new way for the world to
conceptualize health and enhance communica-
tions regarding health. Research and clinical
implementation efforts suggest that the ICF is a
useful public health tool for classification of
health conditions and functional status and can
be applied to a number of clinical arenas (WHO
2001). For example, the ICF provides the basis
for a systematic coding scheme for global health
information systems. Data from these informa-
tion systems can be used to identify facilitators
and barriers that affect the full participation of
people with disabilities in society.

The ICF embraces a biopsychosocial approach
for conceptualizing and classifying mental and
physical health functioning (body functions and
structures), disability (activity limitations and
participation restrictions), and environmental
barriers and facilitators, in collaboration with the
person being evaluated in determining these fac-
tors (personal factors), targeting interventions,
and evaluating treatment efficacy (health out-
comes). These terms are further defined below.

Because of the ICF’s developmental history
(see Peterson 2011 for greater detail), its concepts
and assumptions reflect the holistic values and
philosophies espoused in rehabilitation service
provision: the dignity and worth of all people and
the inclusion of people with illness and disabilities
in society to the fullest extent possible (Frank and
Elliott 2000; Frank et al. 2009; Peterson and
Rosenthal 2005a, b; Riggar and Maki 2004;
Scherer et al. 2004). The ICF is a significant devel-
opment in healthcare, as it can be used as a stan-
dard for defining concepts, building constructs,
hypothesizing relationships, and proposing new
theories that will further research and practice in
healthcare service provision (Peterson 2005).

It bears mentioning here that detailed classifi-
cation of functioning requires reading the ICF
and receiving training in its use. Adequate train-
ing in its use is outside the scope of this chapter.
However, the reader is referred to various pub-
lished references to become familiar with the full
classification system and oriented to its use
(Peterson 2011; Peterson and Paul 2009; Peterson
and Rosenthal 2005a, b; WHO 2001).
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5.2.3 Functioning, Disability,
and Health

Within the ICF, the term health refers to compo-
nents of health that are a focus of healthcare pro-
fessionals (e.g., hearing, learning, remembering,
seeing, speaking, walking) as well as health-
related components of well-being that are not
typically a focus of healthcare systems (e.g., edu-
cation, labor, social interactions, transportation).
The ICF defines well-being as “encompassing the
total universe of human life domains, including
physical, mental, and social aspects, that make up
what can be called a ‘good life’” (WHO 2001,
p- 211).

Attending to contextual factors that are not
typically a focus of healthcare systems may lead
to improved treatment outcomes. The ICF con-
ceptual framework can help healthcare providers
and researchers account for various contextual
factors that may be influencing someone’s health
and functioning as impacted by disorder or dis-
ease, including factors that may escape the focus
of many healthcare providers.

Functioning within the ICF conceptual frame-
work is defined as all body functions, activities,
and participation in society. Disability refers to
any impairments, activity limitations, or partici-
pation restrictions or “the outcome or result of a
complex relationship between an individual’s
health condition and personal factors, and of the
external factors that represent the circumstances
in which the individual lives” (WHO 2001,

p. 17).

5.2.4 ICF Conceptual Framework

The ICF conceptual framework portrays health as
a dynamic interaction between a person’s func-
tioning and disability within a given context (see
Fig. 5.1). Due to the complexity of interactions in
a multidimensional model such as the ICF’s
model of functioning, health, and disability, the
ICF text notes that this proposed conceptual
framework is likely incomplete and prone to mis-
representation (WHO 2001, p. 18). WHO created
the model to describe the process as an example
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of the building blocks for users to create their
own models and study different aspects of the
process of functioning and disability.

The conceptual framework of the ICF consists
of two parts: functioning and disability and con-
textual factors. Each part contains two compo-
nents; within the first part, functioning and
disability, the body component consists of two
parallel classifications, body functions and body
structures. The second component, activities and
participation, covers domains of functioning
from both an individual and societal perspective.
Conceptualizing healthcare outcomes within this
context can first explore the biological bases of
behavior (body functions and body structures).
Once the physical and mental health and func-
tioning of an individual are clarified at the indi-
vidual level, how that person functions in his or
her environment can be explored with respect to
demonstrated potential (activity) versus actual
ability to participate within a social context (par-
ticipation). The discrepancy between identified
potential activity and actual participation can
serve as the focus of clinical attention for inter-
vention targeting in healthcare treatment and in
research for identifying healthcare outcomes.

The second part of the ICF classification
addresses contextual factors through two compo-
nents, the first is environmental factors, or factors
in the physical, social, or attitudinal world rang-
ing from the immediate to more general environ-
ment. The biopsychosocial model has supported
the utility of considering facilitators and barriers
present in the environment when planning treat-
ment interventions for people with disabilities.
The ICF’s conceptual framework assists the
healthcare professional in taking into account the
physical, social, or attitudinal world, ranging
from the immediate to more general environ-
ment, and its impact on the difference between an
individual with a disability’s potential function-
ing and actual functioning within a given context.
Often changes to the environment are very
effective in minimizing or eliminating the impact
of impairment.

The second component of the second part of
the ICF, personal factors, calls attention to the
need to consider unique factors like gender, race,
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age, fitness, religion, lifestyle, habits, upbringing,
coping styles, social background, education, pro-
fession, past and current experiences, overall
behavior pattern and character, individual psy-
chological assets, and other health conditions.
Initially the ICF did not specifically code or clas-
sify this component due to the ipsative nature and
diverse presentations of these factors worldwide.
This was probably a reasonable decision with
respect to quantitative aspects of healthcare, but
disability advocates have highlighted the need to
invest in this component of the ICF’s conceptual
framework (Peterson 2011). For example, race is
often reduced to a simplified list for medical
records, and it was recognized that trying to have
a worldwide-accepted nominal system for race in
the ICF can be futile. However, race could be
included as advocated by disability rights schol-
ars by using qualitative research and measures to
capture not only the complexity of persons’ racial
and ethnic identities but also how these interact
with the social environment, including health-
care. Personal factors call attention to the need
for healthcare professionals to consider unique
factors influencing an individual’s health and
functioning, and qualitative methods of research
have the potential to provide the richest basis of
healthcare evidence for this component of the
ICF’s conceptual framework, promising a bounty
of foci for qualitative exploration of factors asso-
ciated with healthcare outcomes that are sensitive
to regional and cultural differences.

Ultimately the ICF conceptual framework is
multidimensional in its scope, and the relation-
ships that exist between its two parts and four
components are reciprocal among all constructs.
Thus any impact on any of these components of
health and function, body functions or structures,
and environmental or personal contexts, the
resulting nonlinear interaction among constructs
can help to predict the potential impact on some-
one’s functional potential (activity) or his or her
actual performance in his or her environment
(participation). The concepts within the ICF con-
ceptual framework will lend themselves very
well to qualitative inquiry to help the allied health
professions identify intervention targets and the
resulting evidence of healthcare effectiveness.

5.2.5 Ethical Tenets of the ICF

Before presenting a clinical application of the
ICF conceptual framework, it is important to note
that the ethical tenets of the ICF direct us to use
the system in collaboration with the patient or cli-
ent. The ICF is a tool used “with” someone in a
collaborative fashion, not something “done to”
the individual (Peterson and Threats 2005;
Threats and Worrall 2004). This is the very
essence of many qualitative approaches to
research, as well as the spirit of transdisciplinary
inquiry, where the key source of critical informa-
tion is the informant in the research process.
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The ICF incorporates a set of ethical provi-
sions that are complementary to major ethical
tenets previously identified in counseling and
psychology (Anderson and Kitchener 2010),
where the ICF is used with consumer participa-
tion in a collaborative and informational process.
The ICF is unique among classification systems
in that the 11 ethical provisions are actually a part
of the overall classification system. It is worth
our attention in discussing how the ICF can
inform how we define health and healthcare out-
comes to carefully consider these guidelines and
their helpful role in inviting qualitative and trans-
disciplinary inquiry into this endeavor.

The 11 ethical provisions were established in
the sixth Annex of the ICF to reduce the risk of
disrespectful or harmful use of the classification
system. The provisions address three general
areas: (1) respect and confidentiality, (2) clinical
use of the ICF, and (3) social use of ICF informa-
tion (WHO 2001, pp. 244-245). The sixth Annex
of the ICF prefaces the ethical guidelines for the
use of ICF as follows:

Every scientific tool can be misused and abused. It

would be naive to believe that a classification sys-

tem such as ICF will never be used in ways that are
harmful to people. As explained in Appendix 5, the
process of the revision of ICIDH has included per-
sons with disabilities and their advocacy organiza-
tions from the beginning. Their input has lead to
substantive changes in the terminology, content
and structure of ICF. This annex sets out some
basic guidelines for the ethical use of ICFE. It is
obvious that no set of guidelines can anticipate all
forms of misuse of a classification or other scien-
tific tool, or for that matter, that guidelines alone
can prevent misuse. This document is no excep-
tion. It is hoped that attention to the provisions that
follow will reduce the risk that ICF will be used in
ways that are disrespectful and harmful to people

with disabilities.
WHO (2001, p. 244).

The 11 provisions are listed here according to
three broad themes:

Respect and Confidentiality
1. ICF should always be used so as to respect the
inherent value and autonomy of individual
persons.

10.
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ICF should never be used to label people or
otherwise identify them solely in terms of one
or more disability categories.

In clinical settings, ICF should always be used
with the full knowledge, cooperation, and
consent of the persons whose levels of func-
tioning are being classified. If limitations of
an individual’s cognitive capacity preclude
this involvement, the individual’s advocate
should be an active participant.

The information coded using ICF should be
viewed as personal information and subject to
recognized rules of confidentiality appropriate
for the manner in which the data will be used.

Clinical Use of ICF

Wherever possible, the clinician should explain
to the individual or the individual’s advocate
the purpose of the use of ICF and invite ques-
tions about the appropriateness of using it to
classify the person’s levels of functioning.
Wherever possible, the person whose level of
functioning is being classified (or the person’s
advocate) should have the opportunity to par-
ticipate and in particular to challenge or affirm
the appropriateness of the category being used
and the assessment assigned.

Because the deficit being classified is a result
of both a person’s health condition and the
physical and social context in which the per-
son lives, ICF should be used holistically.

Social Use of ICF Information

. ICF information should be used, to the great-

est extent feasible, with the collaboration of
individuals to enhance their choices and their
control over their lives.

ICF information should be used toward the
development of social policy and political
change that seeks to enhance and support the
participation of individuals.

ICF, and all information derived from its use,
should not be employed to deny established
rights or otherwise restrict legitimate entitle-
ments to benefits for individuals or groups.
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11. Individuals classed together under ICF may
still differ in many ways. Laws and regula-
tions that refer to ICF classifications should
not assume more homogeneity than intended
and should ensure that those whose levels of
functioning are being classified are consid-
ered as individuals (WHO 2001,
pp. 244-245).

It is clear that the contributors of the ICF
shared values were consistent with the premises
of various qualitative approaches to inquiry and
obviously consistent with the stakeholder collab-
oration focus of transdisciplinary approaches to
research.

5.3  Transdisciplinary Approach

to Research

The 1990s was witness to the development of
interdisciplinary and multidisciplinary
approaches to research, drawing together social
and health sciences to address a broad range of
health problems (Rosenfield 1992). The difficul-
ties encountered in these approaches included the
lack of consensus across disciplines, as in the
instance of the focus of this text, the definition of
evidence for healthcare research. A transdisci-
plinary approach as defined in the aforemen-
tioned seminal article is a systematic,
comprehensive theoretical framework for the
definition and analysis of the social, economic,
political, environmental, and institutional factors
influencing human health and well-being.
Progress over the next two decades yielded a
more general definition of transdisciplinary
research, partnerships of researchers from a wide
range of disciplines working together with stake-
holders (Hirsch Hadorn et al. 2008).

The ICF conceptual framework and the ethical
tenets that guide its use lend themselves very
well to provide many disciplines across diverse
societies with a common language of function-
ing, disability, and health that encourages col-
laboration with stakeholders at all levels of its use
in healthcare. In fact, as the ICF is more widely
adopted and its constructs and tenets incorpo-

rated in healthcare service provision and research
over time, the ICF conceptual framework may
help remedy the lack of agreement on a general
definition of evidence for healthcare research
across disciplines. With a common language of
functioning, disability, and health across disci-
plines and societies providing healthcare, prob-
lems facing stakeholders can be identified and
analyzed, and the results can be brought to frui-
tion connecting knowledge with practical appli-
cation in a wide range of healthcare contexts.

5.4  Application of the ICF

Conceptual Framework

The following scenario will help illustrate the
utility of the biopsychosocial framework and the
ICF for case conceptualization and research in
healthcare. Consider a 22-year-old male who is
gay, who due to a head trauma has a mild neuro-
cognitive disorder and a co-occurring diagnosis
of major depressive disorder, recurrent and
severe, due to general medical condition (the
head trauma). The ICF’s conceptual framework
would first encourage us to consider any changes
in body structures (head trauma to brain struc-
tures and their sequelae, changes in brain chemis-
try that may be associated with depression) and
related body functions (impaired neuropsycho-
logical functioning, including physical, cogni-
tive, and emotional functioning, depressed mood,
and all of its potential consequences). We may
measure these changes through clinical inter-
views, psychological testing, and evaluations by
other medical specialties like neurology, psychia-
try, counseling, and psychotherapy, with both
quantitative and qualitative data.

During this assessment process, the ICF con-
ceptual framework encourages us to note the dif-
ferences between functioning potential (activity)
and actual functioning within the person’s envi-
ronmental context (participation). With careful
analysis of the person’s context, and sensitivity to
personal differences (like being a gay man), the
complex relationships between the person’s opti-
mal and actual functioning in their environment
can serve as starting points for interventions that
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will enhance overall functioning, along with the
research of associated healthcare outcomes.

With respect to contextual factors, if the head
injury resulted in mobility impairment, it may be
necessary to remove environmental barriers to
functioning. If the resulting sequelae of trauma or
symptoms of depression are difficult for the
patient’s coworkers to understand, psychoeduca-
tional interventions for coworkers and supervi-
sors may be very useful in creating a supportive
environment that maximizes potential for suc-
cess. Such activities have historically been the
domain of job development and support person-
nel within the vocational rehabilitation system,
and the rehabilitation counseling literature has a
great deal to offer healthcare professionals in this
regard (see Homa and Peterson 2005).

The interaction between personal and environ-
mental factors may provide targets for interven-
tion or qualitative measurement in research. For
our example, if the client had never come out to
his family as a gay person prior to his injury and
his family did not know any of his friends from
that community, and now due to the injury the
family is in close contact with his network of
friends, there may be a need for healthcare pro-
fessionals to provide support to the client or, with
permission, to family and friends, as relation-
ships evolve in a new social context. This is a par-
ticularly good of example of a scenario
conceptualized by the ICF model of health that is
rich in potential for qualitative exploration of fac-
tors influencing healthcare outcomes.

A healthcare professional or researcher may
encounter a variety of perspectives across and
within allied healthcare agencies. Understanding
differing perspectives on healthcare provision
can help to identify allies and inform strategies to
address barriers in the system. For instance, if a
therapist working with individuals is encounter-
ing a healthcare entity focused on the medical
model of service provision, the counselor’s advo-
cacy efforts can focus on social and contextual
factors to encourage a holistic program of health-
care. A hospital treating the young man in our
example may be focused on medical presenta-
tions of impairment related to his head trauma
and the degree of depressive symptomatology
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and related risks. The ICF’s conceptual frame-
work addresses these foci through body functions
and body structures (which include the brain). In
addition, the biopsychosocial approach embraced
within the ICF’s conceptual framework will take
into careful account contextual issues such as the
client’s family system, social circles, and the
greater community. Further, through a consider-
ation of activities and participation, the client’s
potential based upon his functioning and impair-
ments can be compared with how his current con-
text facilitates or hinders his functioning.

Since disability is a complex entity, it can also
affect the family members of the person with a
disability, and this population’s difficulties must
be studied and understood to know the full impact
of disability on society. The ICF refers to the dif-
ficulties of the family members of persons with
disability as “third-party disability” and states
that it is an important future area of research.
Clinical research has shown the utility of using
the ICF framework for qualitative research to
study third-party disability. An article by
Grawburg et al. (2013) entitled “A qualitative
investigation into third-party functioning and
third-party disability in aphasia: Positive and
negative experiences of family members of peo-
ple with aphasia” examined the family members
of persons with aphasia, which is an acquired
neurological disorder affecting language. They
used a mixed-method study as a preliminary step
to developing a tool for measuring third-party
disability in family members with aphasia. They
concluded:

Interpreted within the framework of the ICF, this
study showed how the pervasive effects of aphasia
are associated with changes in Functioning and
Disability in family members, providing a holistic
description of family members’ experience using
the standardised language of the ICF. Clinically,
these results emphasise the importance of recog-
nising the positive and negative outcomes for close
family members in the development of a rehabilita-
tion plan for the family to address their experience
of third-party disability.

Grawburg et al. (2013, pp. 828-829)

Healthcare professionals and researchers may
find that some healthcare systems are more open
to the biopsychosocial approach than others. It is
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important to work with the strengths inherent in a
given system and to carefully offer support for
potential improvements based on the ICF frame-
work. For example, in order to work most effec-
tively with medically focused healthcare systems,
healthcare professionals can benefit from the
medical expertise present in such systems and
then in turn use ICF-based expertise informed by
a biopsychosocial framework to highlight the
role of contextual factors in facilitating or hinder-
ing healthy functioning. Research exploring
these dynamics qualitatively using best practices
will provide healthcare evidence that supports
adopting a more holistic perspective in healthcare
service provision and research.

5.5  ICF Research Efforts

Keeping pace with the research that is emerging
on the use of the ICF in healthcare is not as easy
as it once was. Once the ICF was published in
2001, all member nations of the World Health
Assembly were charged to use the ICF where
appropriate within their healthcare-related sys-
tems. Early efforts in ICF-related literature
encouraged familiarity with the ICF as it related
to the ICD, as well as encouragement of its clini-
cal implementation where useful. Implementation
of the ICF needed to be sensitive to the context of
its implementation, so globally coordinated
efforts were not indicated. Adoption of the ICF
had to be sensitive to the policies and structures
in place for a given country or geographic region.
Regional efforts resulted in the establishment of
centers like the North American Collaborating
Center for the ICF.

Since then, the literature related to the ICF has
focused largely on two major themes, the estab-
lishment of over 30 core sets, or specific collec-
tions of ICF codes that would apply to specific
healthcare areas or conditions, and efforts to link
the ICF with seminal instruments in a wide range
of healthcare disciplines. First I will provide a
brief and thus incomplete overview of core set
development efforts, followed by ongoing efforts
to establish effective protocols to help link the
ICF to specific instruments in healthcare.

5.5.1 ICF Core Set Development

ICF Core Set development was sanctioned by the
World Health Organization in order to increase
the likelihood of adaption in medical settings.
Since the ICF has over 1400 codes, it is daunting
for the clinician to search all of the codes for the
description of their patients. The idea of a core
set was to have lists of the most prevalent func-
tional health limitations for given diseases.

Core set development efforts within the men-
tal health realm have focused on those conditions
most frequently encountered in clinical practice:
psychiatry in general (Alvarez 2012); addiction
(Amann et al. 2011); bipolar disorder (Avila et al.
2010); depressive disorders (Brockow et al. 2004;
Cieza et al. 2004a; Ewert et al. 2004); and anxi-
ety, depression, and schizophrenia (Tenorio-
Martinez et al. 2009). Core set developments in
physical medicine are increasingly diverse and
include breast cancer (Brach et al. 2004), pain
management (Cieza et al. 2004b), cardiopulmo-
nary conditions (Boldt et al. 2005; Wildner et al.
2005), neurological conditions (Ewert et al.
2005; Stier-Jarmer et al 2005), amputation
(Kohler et al. 2009), musculoskeletal conditions
(Scheuringer et al. 2005; Stoll et al. 2005), and
many others.

The core sets typically were generated through
consensus-building processes involving experts
in the area based upon their clinical expertise,
specific instruments in wide use, and contextual
factors as they relate to the ICF code structure.
Generic ICF code sets were aspired through the
use of regression modeling (Cieza et al. 2006).
Ultimately the consensus in core set development
is that there are a number of approaches neces-
sary to construct them, including both quantita-
tive and qualitative approaches; while more
research appears necessary, the consensus
appears to be the need for multiple approaches to
core set development.

The ICF Core Set development protocol was
eventually developed into a multistep empirical
process. The preparatory phase involved four dif-
ferent methods: (1) an empirical multicenter
study, (2) a systematic literature review, (3) a
qualitative study, and (4) an expert survey
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(Bickenbach et al. 2012). The qualitative study
component of the development of the core sets
ascertained the experiences of persons living
with the different health conditions. There are
ongoing validation studies of these core sets that
will also involve qualitative data using patient
focus groups. Thus, the ICF Core Set research
team demonstrated understanding of the impor-
tance of qualitative research as well as quantita-
tive research to inform practical use of the ICF.

5.5.2 ICF Linking Efforts
In addition to the development of the core set,
another method to attempt to increase the clinical
use of the ICF is to be able to link currently used
assessment measures to specific ICF codes. Cieza
et al. (2005) provide the most cited work on
establishment of rules for linking assessments to
ICF codes. Cieza et al. states, “the application of
the ICF as a connecting framework between
interventions and outcome measures can be
extremely useful when comparing different
investigations with respect to the interventions
administered and the results obtained” (2005
p- 212). Researchers have developed and linked
technical (laboratory, imaging, and electrophysi-
ological) and clinical (physical and psychologi-
cal tests) measures, health-status (patient or
proxy reports on health or quality of life) mea-
sures, and interventions to the ICF as a common
reference framework for functioning (Cieza et al.
2005). The linking literature states that it is cru-
cial to note the source of the data being used to
link. A given trait might be measured using either
a quantitative or a qualitative measure, yet both
may be linked to the same ICF code. Thus, for
example, if a third party payer was comparing
two rehabilitation facilities on the functioning
represented by that trait, it could appear that one
has disparate results from the other because they
derived the ICF code from different types of
assessments. For many of the ICF codes, that best
measure may well be one developed from quali-
tative research.

The ICF Core Sets and the linking rules may
best be developed in an interactive paradigm. The
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core sets need to be sensitive to ensuring that they
include the subjective experiences of persons
with disabilities and their families. There are
assessments that are straightforward in their abil-
ity to link to specific ICF codes within a given
ICF Core Set. However, there are many ICF
codes that do not have an appropriate assessment
(Ma et al., 2008). Qualitative research may hold
promise for some of these areas including the
activity/participation codes that require a method
of getting the person’s view of their functioning
in a given area within their natural environments.
As stated earlier in this paper, there is also great
potential for qualitative research for development
of research on the contextual factors of environ-
mental factors and personal factors.

The ICF linking initiatives are consistent with
transdisciplinary research developments noted
earlier. With ongoing creation of instruments
across disciplines, and ongoing use of existing
time-tested preferred measures, the ICF linking
efforts can help establish a record of linking dis-
parate measures to common, universal constructs,
facilitating comparisons of data across studies,
disciplines, and even geographic regions.

5.5.3 Future Development Efforts

According to an analysis of the ICF-based litera-
ture, in order to shed some light on the reported
use of the ICF, 243 papers were analyzed span-
ning from the publication of the ICF through
2008 (Jelsma 2009). The review produced sev-
eral recommendations for future development of
the ICF that for the most part addressed the clas-
sification at the specific code level, which has not
been the focus of this chapter. See Peterson
(2011) and the ICF itself (WHO 2001) for specif-
ics on ICF coding protocols. That said, five of
those recommendations are discussed below in
light of the goals of this text.

First, the analysis revealed that the most of the
ICF work was done in high-income developed
countries. Given the aims of the ICF, it is clear that
countries with resources may remedy this imbal-
ance by supporting initiatives in collaboration
with developing countries. Second, the analysis
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revealed that existing ICF codes contained some
overlapping codes, and codes were needed that did
not currently exist (see also Amann et al. 2011).
This should not be surprising given that the ICF in
its current state is basically a nascent iteration of
older, less-complete versions of itself, and as con-
tributors fulfill the aims of the ICF, the related
scholarship will inform development of the details
of the classification system. Specific to this text,
both quantitative and qualitative measures will be
useful to this end. Third, the operationalization of
the concepts of activity and participation appeared
to present the most challenges in the literature
(e.g., Avila et al. 2010). When we consider the
meaning of these constructs, the essence of them is
how well one can manifest his or her potential
given the circumstances in which one finds him or
herself. Objective measures will help complement
the subjective experiences that are critical to con-
sider in meeting the aims of the ICF, again arguing
for a combination of qualitative and quantitative
inquiry.

Fourth, the use of qualifiers [demonstrating
the degree of impact on function, see Peterson
(2011) and WHO (2001)] was inconsistent in the
literature reviewed. It is important to note that the
WHO offered several options within the ICF as to
how qualifiers could be used to modify codes
sets, but reviews of local efforts to clinically
implement the ICF reveal that these options were
not universally adopted by all member nations
(see Peterson 2011). One noted limitation of the
qualifiers is that the primary definition in the ICF
is in percentage ranges (e.g., “mild (5-25 %)”
decrease in function), which may reflect a quanti-
tative measure bias of the ICF developers.
However, what would a “mild (5-25 %)” barrier
in the environmental factor ICF code 450
(“individual attitudes of health professionals”)
represent? Thus, there are many codes where any
reasonable degree of impairment or decrement
must be expressed by measures different than a
quantitative percentage measure. Since the ICF
states that the ICF codes must be used with an
appropriate and scientifically derived severity
measure as represented by the qualifiers, qualita-

tive research has much to offer in the develop-
ment of appropriate qualifiers for many ICF
codes.

Finally, and among the greatest controversies
associated with this first iteration of the ICF
proper, disability advocates and scholars alike
noted the need to develop actual code sets for the
personal factors component of the second part of
the ICF conceptual framework, contextual fac-
tors. There was some intuitive logic to the notion
that this component of the ICF’s conceptual
framework was so diverse that it may defy actual
classification or perhaps that it could not yield
coding that was universally useful because of
geographic societal differences alone. More care-
ful consideration of the utility of qualitative
inquiry would argue for exploring the wealth of
information surrounding this construct and devel-
oping a creative code structure informed by
transdisciplinary inquiry consistent with the aims
of the ICF.

Another paper exploring future research on
the ICF focused on psychiatry specifically and
suggested that there was a general lack of schol-
arship in the use of the ICF in psychiatry due to
several barriers to progress in its adoption. First
they suggested that, apart from being relatively
new on the healthcare scene, the ICF’s biopsy-
chosocial framework may be at odds with the
dominance of the medical model within psychia-
try. The focus on medication as the first line of
treatment may not value the more contextual
focus of the ICF for intervention targeting efforts.
Others within psychiatry may presume that “dis-
ability” as a construct deals with physical disabil-
ity and not psychiatric ones. Ultimately this
review noted the overall complexity of an instru-
ment that aspires to classify health and function-
ing alongside the massive ICD structure and the
intrinsic limitations that are being identified as
this nascent instrument evolves through its
current iteration (Alvarez 2012). See also
Peterson (2011) and De Kleijn-De Vrankrijker
(2003) for an overview of previous versions of
the ICF such as the ICIDH (WHO 1980) and the
ICIDH-2 (WHO 1999).
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5.6  Conclusion

The ICF as a whole has made an impact on efforts
to conceptualize, collect, and process data related
to disability, health, and function (Jelsma 2009;
Peterson 2011). The clear shift away from dis-
ease to health and function is the most salient
contribution to this endeavor, which has had and
will have tremendous impact on both qualitative
and quantitative inquiry on research in healthcare
outcomes. The focus on contextual factors within
a biopsychosocial framework is the other princi-
ple and substantial contribution to presenting
healthcare evidence that is more holistic and clin-
ically useful.

Future research involving the ICF and health-
care outcomes may permit comparison of data
across countries, healthcare disciplines, services,
and time, contributing to an international data-
base of scientific knowledge of health and health-
related states and thus stimulating research on the
consequences of health conditions in a truly
transdisciplinary fashion. The ICF and its con-
ceptual framework may assist in preparing the
current and next generation of healthcare and
health-related professionals for our increasingly
complex healthcare systems (Peterson and Elliott
2008).

The ICF has the potential to increase commu-
nication efficiency among healthcare providers,
clearly target necessary interventions, and pro-
vide a conceptual framework to analyze the suc-
cess of interventions, all of which are critical to
maintaining quality healthcare while controlling
costs. The ICF is useful for a broad spectrum of
applications within sectors of health-related set-
tings including insurance/managed care, social
security, labor, economics, population surveys,
and social policy, including prevention and health
promotion (Howard et al. 2008), general legisla-
tion development, and sectors associated with
environmental modification (WHO 2001, p. 5).

The focus of the chapter has been on how the
WHO model of health as operationalized in the
conceptual framework of the ICF informs our
inquiries into evidence in healthcare research and
practice. We established that the biopsychosocial
model has expanded considerably the domains
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formerly established by the medical model. The
constructs within the ICF conceptual framework
are friendly to the use of both quantitative and
qualitative measures to help describe function-
ing, disability, and health.

Defining health in healthcare research from
the body, individual and societal perspectives can
improve the quality of healthcare research and
subsequent healthcare service provision (Peterson
and Threats 2005). The ICF has the potential to
improve healthcare in the broadest sense, while
providing specific benefit to people with disabili-
ties, by using a universal, culturally sensitive,
integrative, and interactive model of health and
disability that is sensitive to social and environ-
mental aspects of functioning.
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6.1 Introduction

Much of what medical researchers conclude in
their studies is misleading, exaggerated, or flat-out
wrong.

Freedman (2010)

This is the beginning sentence of an article in
the Atlantic magazine entitled “Lies, Damned
Lies, and Medical Sciences.” The entire article is
about Dr. John Ioannidis, whose highly cited
studies have been challenging medical research
with similarly provoking claims about the accu-
racy of medical research results reported in repu-
table journals. For example, loannidis (2005)
boldly states that most current medical research
findings are false. The objects of his criticism are
not limited to small-scale observation-based
research studies with small sample sizes but also
include what might be thought of as gold stan-
dards of research: randomized control trials
(RCTs). In addition to the criticisms about accu-
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racy of claims from RCTs, the external validity of
RCTs has been questioned. Six main issues that
may affect the generalizability of knowledge
claims from RCTs have been identified (Rothwell
2005): (a) setting of the trial, (b) selection of
patients, (c) characteristics of randomized
patients, (d) differences between the trial proto-
col and routine practice, (¢) outcome measures
and follow-up, and (f) adverse effects of treat-
ment. Underlying this chapter is our conviction
that it is more important for health researchers to
worry about the quality of research evidence than
about whether the research is of the quantitative,
qualitative, or mixed-method type. Independent
of whether the research is qualitative or quantita-
tive, we are as critical of research that overgener-
alizes as we are of research that fails to offer
generalizations beyond the actual case(s)
studied.

The question of what constitutes “good”
research evidence is at the heart of this chapter.
Evidence, as is the term is typically used in
evidence-based practice, refers to “an observa-
tion, fact, or organized body of information
offered to support or justify inferences or beliefs
in the demonstration of some proposition or mat-
ter at issue” (Upshur 2001, p. 7). Such research
inferences typically involve making generaliza-
tions to populations and contexts beyond the spe-
cific samples used in the research. The question
about generalizability of research findings —also
referred to as external validity —is not simple, cut
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and dry, because the results’ experimental studies
and epidemiological studies may not pertain to
the individual precisely because of their general-
izing nature; and the results of some qualitative
research approaches pertain to every individual,
despite the extreme reluctance of many qualita-
tively working researchers to seek generalization
of research results (Ercikan and Roth 2014; Roth
2009b). The ultimate questions about health
research are these: “to whom do the knowledge
claims from research apply?” and “if others can-
not use the findings of my research, if my results
do not generalize to other settings, what good is it
to try reporting them?”

Evidence-based practice informed by empiri-
cal research is highly emphasized in many fields:
at the time of this writing (June 2013), a simple
search for the topic “evidence-based” in the ISI
Thomson database yielded 48,230 articles. The
first five of these articles are from health-related
fields (occupational health, health education,
nursing). The term “evidence-based,” however,
often has been taken as synonymous with the
results of experimental research and large-scale
statistical studies, whereas the results from obser-
vational and qualitative studies have been thought
of as providing anecdotal evidence only. Yet the
question “what constitutes evidence?” is much
more complex than the association between evi-
dence and statistical/experimental research.

On the one hand, quantitative research has
well-established guidelines for determining what
counts as evidence and which research findings
can be generalized. These generalizations typi-
cally are tied to the research design (such as in
RCTs) and representativeness of the sample rela-
tive to the target population of interest. The ques-
tion remains whether the same evidence supports
decisions for different groups and individuals. To
answer these questions, we need to consider the
extent to which health research conducted in one
setting (a) can be used to inform other settings
and (b) findings generalize from one sample to
the target population and, thereby, apply to
another subpopulation and other individuals. In a
policy context that places great value on evidence-
based research, experimental research and
research using high-power statistics tend to be
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privileged as having the capacity to support gen-
eralizations that can contribute to decision-
making in policy and practice (e.g., Slavin 2008;
Song and Herman 2010). Group-level evidence —
such as whether an intervention is effective based
on an experimental design—Ilikely is not suffi-
cient to make decisions about effectiveness of the
intervention for individuals or for subgroups such
as males or females, age groups, or individuals
from different ethnic and racial backgrounds.
This is not only so because of the statistical
nature of experimental design but also because
almost all experiments are based on the logic of
interindividual differences and covariations
rather than on a logic of within-individual differ-
ences and causations (Borsboom et al. 2003).
Moreover, a recent Bayesian analysis of 855 pub-
lished studies in experimental psychology
showed that in 70 % of the cases with p-values
between 0.01 and 0.05, “the evidence is only
anecdotal” (Wetzels et al. 2011, p. 291, emphasis
added).

In qualitative research, on the other hand,
claims are often restricted to the settings, to the
subjects, and to the context of the research with-
out efforts to derive generalizable claims from
research. Thus, for example, one qualitative
study concerned with pediatric oncology educa-
tion reports positive impact and yet calls for
“further evidence” that “truly analyses the effec-
tiveness and impact of education on paediatric
oncology practice” (Mclnally et al. 2012,
p- 498). That is, there is a contradiction within
the article that both claims to report on the
impact of oncology education and calls for stud-
ies that truly analyze the impact.! This does not
have to be this way, because there are ways of
going about qualitative research such that the
results are invariant across all members of a pop-
ulation; that is, they pertain to every individual.

1This study was picked at random from the sample of
articles that resulted from a search in the ISI Thomson
Web of Science database with the search parameters “evi-
dence based,” “qualitative research,” and “health.” We do
not “pick” on this particular article but use it as an exam-
ple of a general tendency among qualitative researchers to
refuse seeking the general rather than sticking with the
particular.



6 Qualitative and Quantitative Evidence in Health: The Critics’ View 79

Moreover, in some forms of research, such as the
Bayesian approach, statistical and qualitative
information is explicitly combined. Thus, one
study concerned with identifying factors that
mediate adherence to medication regiments in
HIV situations synthesized a body of quantita-
tive and qualitative studies by generating quali-
tative themes emerging from the former and by
quantizing the information from the latter and
then used Bayesian data augmentation methods
to summarize all studies (Crandell et al. 2011).
In this chapter, we articulate the structure and
discuss limitations of different forms of general-
izations across the spectrum of quantitative and
qualitative research and argue for a set of criteria
for evaluating research generalization and
evidence.

Generalization
in Quantitative
and Qualitative Research

6.2

Similar to social science research, generalization
in health research is a critical concept where the
specific is expanded to the general (“general-
ized”) and the general is reduced to the specific
(“particularized”) in the creation of knowledge to
inform policy and practice (Ercikan and Roth
2009; Roe 2012). In both qualitative and quanti-
tative research, generalization typically focuses
narrowly on representativeness of the sample on
individuals of the population the generalizations
target. However, in addition to the target popula-
tion, many facets of research determine general-
ization, including: time and context of research,
attributes focused on, and methods utilized. The
degree to which knowledge claims from research
can inform practitioners who deal with individu-
als and policymakers who deal with groups
depends on the degree to which such contexts,
methods, and attributes are applicable to the tar-
get generalization situation. In this section we
discuss three main forms of generalizations: ana-
Iytic, probabilistic, and essentialist. We highlight
their limitations in view of how they can be con-
sidered as evidence to inform policy and
practice.

6.2.1 Analytic Generalization
Analytic generalization relies on the design of
the research to allow making causal claims, for
example, about the effectiveness of a health inter-
vention (Shadish et al. 2002). The primary logic
in this design is this: instances where a cause
operates have to lead to significantly different
observations than those instances where the cause
is disabled. The design requires randomly assign-
ing participants to control and experimental
groups in the hope of achieving equivalence of
these groups with respect to all moderating and
mediating variables and an identical implementa-
tion of the intervention to the experimental group.
The experimental and control groups are not
expected to be representative samples of any par-
ticular target population. Instead, random equiva-
lence of these two groups is central to the
experimental design and is intended to rule out
any potential alternative explanations of differ-
ences between the two groups. The causal claims
from analytic generalization are closely tied to
the degree to which the experimental design truly
implements the theoretical relations between
causes and effects. The statistical support for the
effectiveness of the treatment is determined by
comparing the difference between the mean out-
come scores of control and experimental groups
to the standard error of the mean differences. A
statistically significant difference in the hypothe-
sized direction between control and experimental
groups provides evidence to support a causal
claim about the effectiveness of the treatment.
Causal claims in analytic generalization are
evaluated based on two key criteria. The first cri-
terion is whether there is a systematic difference
between experimental and control groups that
can be supported by statistical evidence. The sec-
ond criterion is the degree to which a true experi-
ment has been conducted so that the change in
experimental group outcomes can be attributed to
the specific operating cause deriving from the
treatment and explained by theory. The causal
claims in analytic generalization is based on the
logic of between-subjects rather than within-
subjects variation (Borsboom et al. 2003) and can
be supported only at the overall group level. In
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other words, treatment may have been effective
“on the average” but the causal claim may not
apply to some individuals or some subgroups.
Figure 6.1 presents distributions of outcome
scores for experimental and control groups from
a hypothetical experiment. As the overlapping
area in Fig. 6.1 shows, a considerable number of
individuals in the control group may have higher
scores than individuals in the experimental group.
Even though individuals from the experimental
group are more likely to be on the higher end of
the outcome score scale and those from the con-
trol group are more likely to be at the lower end
of the scale, we cannot tell how the change in
scores varied for different individuals or sub-
groups and whether the change was uniformly in
the same direction. The degree of change and the
direction of change for individuals in the experi-
mental group cannot be determined by compar-
ing score distributions with the control group.

6.2.2 Probabilistic (Sample-to-
Population) Generalization

Probabilistic generalization—also known as sta-
tistical or sample-to-population generalization—
relies on representativeness of a sample of a
target population. It is used to describe popula-
tion characteristics and does not include causal
claims (Eisenhart 2009; Yin 2008). Researchers
and consumers of research judge knowledge
claims by the degree to which samples of sub-
jects, outcomes, and contexts used in research are
representative of the populations to which the
research is intended to generalize (Ercikan 2009;
Firestone 1993). Two broad types of probabilistic
generalizations are common. One type of gener-
alization claim is with respect to relationships
between variables. An example of such research
includes an investigation of the relationship
between anxiety and suicide attempts based on a
nationally representative data of US adult popu-
lation from the National Epidemiologic Survey
on Alcohol and Related Conditions Wave 2
(NESARC II) (Nepon et al. 2010). This research
demonstrated that of all those who made a sui-
cide attempt, over 70 % had at least one anxiety
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disorder. In this research, statistics is used to esti-
mate the probability that a systematic relation
between each disorder and suicide attempt exists
beyond chance level. The second type of research
generalization is related to relative frequency for
demographic or other groups of interest. For
example in the Nepon et al. (2010) study, these
generalizations include the proportion of indi-
viduals identified with anxiety disorders or sui-
cide attempts by gender groups. In both of these
probabilistic  generalizations,  generalization
claims are derived from observations from the
sample. The criteria by which the generalization
is judged—i.e., the validity of claims about the
correlation between anxiety disorders and suicide
attempts or gender differences in anxiety disor-
ders—center on one of the same criteria used for
judging analytic generalization, that is, whether
there is statistical evidence of a systematic pat-
tern in the data. Even though probabilistic gener-
alizations may include group comparison, such
as comparing gender or ethnic groups, these gen-
eralizations do not require a specific research
design such as random equivalence of groups or
standardized implementation of an intervention.
Instead, the representativeness of the samples of
the target populations is the second key criterion
used for probabilistic generalizations.
Within-group heterogeneity limits the mean-
ingfulness of causal claims in analytic general-
ization for subgroups or individuals and leads to
similar limitations in probabilistic generalization.

i experimental

Outcome score
;_

Control  Exp distributions

Fig.6.1 Hypothetical distribution of outcome scores for
experimental and control groups
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When there is great diversity within the target
population, such diversity will be reflected in the
nationally representative sample the research is
based on. It has been argued that cultures differ in
fundamental aspects such as reasoning styles,
conceptions of the self, the importance of choice,
notions of fairness, and even visual perception
(Henrich et al. 2010). Research claims regarding
such psychological constructs at national levels
will have limited generalizability to different cul-
tural groups. It is easy to see how prevalence sta-
tistics, for example, for anxiety disorders, may
vary for subgroups, such as people with illnesses,
gender, or age groups. In fact, one study found
that in cancer patients the risk of psychiatric dis-
tress was nearly twice that of the general popula-
tion (Hinz et al. 2010). Therefore, a claim about
prevalence of illnesses—a probabilistic general-
ization—has limitations in its accuracy and
meaningfulness for different subgroups.
Population heterogeneity may lead to similar
problems in generalizations of correlational rela-
tionships. Based on their research, Nepon et al.
(2010) conclude that panic disorders are associ-
ated with suicide attempts. These researchers
established evidence that individuals who are
diagnosed with panic disorder are two and a half
times more likely to attempt suicide than those
who are not diagnosed with this disorder.
Research has demonstrated a great degree of
variation in the prevalence of suicide attempts
across cultures — participating countries were the
United States, Canada, Puerto Rico, France, West
Germany, Lebanon, Taiwan, Korea, and New
Zealand—ranging from 0.72 in Lebanon to
5.93 in Puerto Rico (Weissman et al. 1999). Such
diversity limits the applicability of single preva-
lence statistics across cultures. It is also expected
to affect the degree to which correlation between
suicide attempts and other variables. In summary,
therefore, when population heterogeneity is pres-
ent, probabilistic generalization focusing on
describing population characteristics can lead to
knowledge claims that involve statistical con-
cepts—e.g., mean, frequency, mean differences,
or correlations —that may not apply to subgroups
and may have limited value for guiding policy
and practice.

6.2.3 Essentialist Generalization

Essentialist generalization systematically inter-
rogates “the particular case by constituting it as a
‘particular instance of the possible’ [...] to extract
general or invariant properties that can be uncov-
ered only by such interrogation” (Bourdieu 1992,
p- 233). Because every particular is as good as
any other, such research therefore identifies
invariants of the phenomenon that hold across all
particulars related to the phenomenon of interest.
Therefore, essentialist generalization involves
identifying aspects of the phenomenon that
applies to all individuals in the population. The
identification of invariants, and therefore the con-
struction of a generalization, is possible by focus-
ing on the process by means of which a
phenomenon manifests itself rather than on the
manifestations themselves (as this would be
reported in phenomenographic studies). Classical
examples of essentialist generalization derive
from studies within the dialectical tradition,
which seeks to understand the diversity of social
life and phenomena based on cultural-historical
and evolutionary precursors. An example of such
research is the Russian psychologist L. S.
Vygotsky’s (1971) generation of a general theory
of the psychology of art. He was interested not in
the psychology of any particular art form but of
art in general: “I talk about all art and do not
verify my conclusions on music, painting, etc.”
(Vygotsky 1927/1997, p. 319, original empha-
sis). Thus, he took as his “very special task to find
the precise factual boundaries of a general prin-
ciple in practice and the degree to which it can be
applied to different species of the given genus”
(p- 319).

In his analysis, Vygotsky begins with one
fable and, having articulated some general prin-
ciples that make up the basis of all art forms, uses
one short story and one tragedy as a test-bed of
his findings (Fig. 6.2). Just as stated in the above
quotation, Vygotsky took the particular case of
the fable and isolated with his analysis affective
contradiction and catharsis as the essential pro-
cesses in/of any art form. This required him to
“abstract from the concrete characteristics of the
fable as such, a specific genre, and [to] concentrate
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the forces upon the essence of the aesthetic reac-
tion” (Vygotsky 1927/1997, p. 319, our empha-
sis). That is, he ascended in a way the tree and
located properties that are typical not only in the
specific art form but in all forms of art that
descended from the same essential aesthetic reac-
tion (Fig. 6.2). This essence is true for and gener-
alizes to all art forms. For this reason, we refer to
such generalization as essentialist. Commenting
on the approach, the author of the introduction to
The Psychology of Art— —who himself has used
the essentialist method to trace the origin of
human emotion to the first forms of life, such as,
single-cellular organisms—notes that:

[...] the significance and function of a poem about

sorrow is not at all to transmit the author’s sadness

to the reader [...] but that it changes this sorrow in

such a manner as to reveal something new and per-

tinent to man on a higher level of truth.
Leontiev in Vygotsky (1971, p. vii)

To arrive at the essence of art, the analysis
focused on the “aesthetic reaction,” that is, on
“the processes in their essence” (Vygotsky
1927/1997, p. 319). In concrete contexts, which
for the psychology of arts constitute the different
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art forms, the essential processes bring forth phe-
nomena that appear different (e.g., fable, pottery,
blues music, Fig. 6.2), that seem to constitute dif-
ference, when in fact the processes are the same.
The author concludes that this method is similar
to the classical experiment: the “meaning” of the
result “is broader than its field of observation”
(p. 319), though the principle “never manifested
itself in pure form, but always with its ‘coeffi-
cient of specification’” (p. 319).

Pertaining to health research, one can find this
essentialist generalization in a philosophical tra-
dition of E. Husserl, such as the analysis of organ
transplants, beginning with the experience of: (a)
receiving a new heart (Nancy 2000) or a new liver
(Varela 2001), (b) long-term chronic fatigue syn-
drome (Roth 2009a, 2014), (c) taking psychoac-
tive drugs (Roth 2011), or (d) suffering in general
(Roth 2011). In these instances, the analyses do
not strive to communicate the singular experi-
ences of these authors/patients but are designed
to reveal fundamental processes and phenomena
that underlie the experience of an organ trans-
plant generally, including “the lived body and its
exploration, the unalienable alterity of our lives,

. Gregorian chant

music " Dodecaphony
“ Blues
theater
——— FABLE
writing
SHORT STORY
—— TRAGEDY
affective contradiction
catharsis
pottery
jewelery
painting

Fig.6.2 Vygotsky’s essentialist generalization derived a general law for the psychology of art on the basis of one case
(here the fable); the law was tested in a small number of other cases (here short story and tragedy)
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the key ground of temporality, body-technologies
and ethics” (p. 271). The purpose of this type of
phenomenological study is to arrive at descrip-
tions of experience that make it possible to allow
collaboration with those ‘“hard sciences” that
investigate true causes (i.e., at the individual
level) rather than impute causes that only describe
relations at the group level. For this reason, the
“disciplined first-person accounts should be an
integral element of the validation of a neurobio-
logical proposal and not merely coincidental or
heuristic information” (Varela 1996, p. 344, orig-
inal emphasis, underline added). That is, there is
an explicit rapprochement of “hard” experimen-
tal work and “soft” (but essentialist) qualitative
research; and there are calls for the explicit coor-
dination of research combining essentialism with
forms of research in the natural and experimen-
tally working social sciences (Bourdieu 1992;
Roth and Jornet 2013).

Recent studies have shown that first- and
second-person phenomenological methods in
physical and emotional health research may be
used to arrive at generalizations of phenomena
that may be identified in the study of one indi-
vidual but that are observable in every individual
case (e.g., Roth 2012; Vygotsky 1927/1997).
One study concerned with predicting the occur-
rence of epileptic seizures exhibited the possibil-
ity to, “establish correlations between precise
“first person’ descriptions of the subjective expe-
rience of a given cognitive process [...] and ‘third
person’ measures of the corresponding neuro-
electric activity” (Petitmengin et al. 2006,
p. 299). Thus, the correct identification of signs
of seizures can be used for alternative, non-
medication-based therapies that actually prevent
or interrupt a seizure. Other studies from a neuro-
phenomenological perspective exhibit the viabil-
ity of connecting the qualitative descriptions of
experience with hard evidence from EEG and
fMRI studies of physiological and psychiatric
phenomena (e.g., Micoulaud-Franchi et al. 2012).

Research conducted in this vein identifies in
the singular case a particular instance of the pos-
sible. This possible constitutes the general. In
this way, the general is as concrete as the particu-
lar. The following genetic analogy further speci-

fies this relation. The genes of the parents
constitute the possible with respect to their off-
spring. Even though all children may look differ-
ent, they constitute a particular instance of the
possible. If we tried to identify the general in an
inductive way, by analyzing the identical features
of all children, we may not be able to identify any
commonality (I’enkov 1982). Rather, essential-
ist generalizations are found “through analysis of
at least one typical case rather than through
abstraction of those identical features that all
possible cases have in common” (p. 170).

One approach to qualitative research that pur-
sues an agenda of identifying general processes
that lead to situated particulars is ethnomethodol-
ogy (Garfinkel 1967). As its name suggests, the
approach investigates the methods by means of
which ordinary people constitute, in concert with
others, the structured everyday world of our
experience—e.g., practices underlying sex
change, “bad” clinic records, or psychiatric out-
patient clinic selection. Rather than concerning
itself with the panoply of a type of social phe-
nomenon, such as queues that exist in a multitude
of ways—e.g., at a movie ticket counter, super-
market cash register, highway ramp, or bus
stop—ethnomethodology is concerned with the
methods people use and make visible to each
other in lining up, recognizing beginnings and
ends of queues, identifying problems with queu-
ing, and so on. These methods underlying queu-
ing transcend any particular lineup and, therefore,
constitute the general. The identification of these
methods does not require special research meth-
ods because every person competently lining up
implicitly practices them. In this way, ethno-
methodology is a radical alternate method that is
incommensurable with all other standard — quali-
tative or quantitative—researches (Garfinkel
2007). It is a radical alternate because it provides
answers to the question: what more is there to
social practices than what all qualitative or quan-
titative formal analytical research has estab-
lished? (Roth 2009c). The tremendous
opportunities and promises arising from this
approach for health research have been recog-
nized and outlined but have yet to be realized in
research practice (e.g., Dowling 2007).
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6.3 Quantitative Research:
The Critic’s View |

6.3.1 Assumptions

in Generalization

Research generalization involves making some
assumptions in order for knowledge claims based
on specific research to apply to individuals and
contexts not involved in the research. Three key
assumptions in generalizations from both social
science and health research may be identified: (a)
uniformity-of-nature, (b) continuity, and (c)
ceteris paribus assumptions (Roe 2012). The
uniformity-of-nature assumption posits that all
people are similar in their properties and behav-
iors and are hence exchangeable. The continuity
assumption refers to constancy of individuals’
characteristics and behavior and to the fact that
these do not change over time. This makes it pos-
sible to examine them any time. The ceteris pari-
bus assumption refers to constancy of other
factors and hence to assume the possibility of
their influence on characteristics and behaviors
being investigated.

Uniformity-of-Nature Assumption Most inferen-
tial research assumes invariance of constructs,
behaviors, and processes among individuals.
Excluding clear constraints—e.g., adults, people
living in rural or urban areas, etc.—that are tar-
geted by the research, this assumption leads to
the situation that all people are possible candi-
dates for the research and its claims. As long as
the individuals meet the broad categories, hetero-
geneity within these groups is overlooked or
neglected. The uniformity-of-nature assumption
has its roots in the natural sciences where it may
hold reasonably well for physical characteristics.
However, this assumption cannot be expected to
hold for human beings who are affected by, and
react to, the physical and social environments
they live in.

Continuity Assumption Another key assumption
in most inferential research is that human charac-
teristics are invariant over time. This leads to
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researchers investigating human characteristics
without taking time into account. Time can
include seasons of the year, time of the day, peri-
ods such as decades, etc. Very little research
focuses on change over time as the targeted con-
struct (Roth and Jornet 2013). This assumption
does not match reality where clear differences are
observed between generations and eras.

Ceteris Paribus Assumption Researchers typi-
cally manipulate a limited number of factors in
their research and generalizations are made
assuming that “all other things are equal.”
However, we have to ask how reasonable it is to
assume that all other things can possibly be
equal? Researchers frame their generalization
either by arguing that the results are invariant
under other conditions or may caution that the
results may be different under different condi-
tions. To the degree that individuals vary in dif-
ferent settings, over time, and the research
effects vary under different conditions, violation
of these assumptions will lead to inaccurate
generalizations.

In the next section we provide examples of
research where these three assumptions are implic-
itly made and where there is evidence of violation
of these assumptions. In addition, we provide
examples of psychological research that lacks
explicit identification of target generalizations.

6.3.2 Violation of Generalization
Assumptions and Lack
of Explicit Identification
of Target Generalizations

Even when generalization to people is implicit,
typical research does not even identify and
describe to which population the results are
intended to generalize. In fact, in typical research,
researchers start with the sample and representa-
tiveness of the sample is either not recognized at
all or recognized when the results are discussed
after the fact (Roe 2012). Lack of reference to a
population exists even in research that includes
inferential statistics, which implies claims
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targeted to a population. For example, an
abovementioned study conducted with adults in
2004 and 2005 concludes that “[a]nxiety disor-
ders, especially panic disorder and PTSD, are
independently associated with suicide attempts.
Clinicians need to assess suicidal behavior among
patients presenting with anxiety problems”
(p- 791). This research claim makes no reference
to which adult population this conclusion applies
to and under what conditions. Without an explicit
statement of what the results are intended to gen-
eralize to, however, it is impossible to know to
whom the findings may apply and what the limits
of the generalization are. Replicability or verifi-
ability of such studies is also limited if the
researchers do not know from which population
samples should be drawn.

Time is another facet of research that is typi-
cally not considered in generalizations (though it
is explicitly theorized in cultural-historical
approaches to psychology). Time is expected to
be a factor in populations, contexts, settings, or
interventions. Individuals’ psychological struc-
tures in different decades and periods may be dif-
ferent. For example, IQ measures and personality
type tend to be taken as invariants. The sociocul-
tural context of the research undergoes continu-
ous change and, thereby, may influence how
people perceive and react to things. Interventions
that may have been effective in the 1960s—e.g.,
women struggling with self-esteem issues—may
be irrelevant and ineffective for women today.
For example, one study describes gender differ-
ences in self-esteem (SE) based on empirical
research without any reference to its temporal
context:

Three experiments explored the idea that men’s

and women’s SE arise, in part, from different

sources. It was hypothesized that SE is related to
successfully measuring up to culturally mandated,
gender-appropriate norms—separation and inde-
pendence for men and connection and interdepen-
dence for women. Results from Study 1 suggested
that men’s SE can be linked to a individuation pro-
cess in which one’s personal distinguishing
achievements are emphasized. Results from Study

2 suggested that women’s SE can be linked to a

process in which connections and attachments to

important others are emphasized. Study 3 demon-
strated that failing to perform well on gender-

appropriate tasks engendered a defensive,
compensatory reaction, but only in subjects with
high SE.

Josephs et al. (1992, p. 391)

But can we really make the assumption that
self-esteem issues do not change over time within
the same population? In fact, in current research
practices not contextualizing interpretation of
research findings in temporal contexts is the
norm, not the exception.

6.3.3 Implications for Determining

Evidence

Evidence-based practice involves using research
results to inform decisions affecting groups or
individuals. Violation of the three assumptions
above leads to inaccurate inferences from
research for evidence-based practice. In essence,
such a process involves generalizing from the
“universal” to the “particular.” How can we deter-
mine if a treatment that was effective on the aver-
age will be effective for the individual? Such an
inference ignores individual differences and
changes over time. These inferences ignore het-
erogeneity in populations as well as effects of
time on research generalizations leading to inac-
curate inferences. Improving generalizations will
require identifying the extent to which the
assumptions hold. Only then researchers can
determine whether the research provides evi-
dence for the individual(s), time, and contexts,
for evidence-based practice.

6.4 Qualitative Health Research:

The Critic’s View Il

In this section, we take a critical look at current
qualitative health research methods with respect
to the criteria that have been articulated for deter-
mining its quality and with respect to the meth-
ods of arriving at true generalizations through
qualitative research that we articulate in Sect. 6.2.
The purpose of the critique is to prepare qualita-
tive health research to make a step toward taking
their responsibility in the research communica-
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tion and translation process, clearly identifying
and articulating invariants across settings to be
expected in their results just as we expect this to
be the case for good quantitative research. We
briefly analyze a randomly selected article.

In qualitative research, generalization tends to
be thought of differently from that used in experi-
mental research and large-scale statistical studies
and sometimes authors are explicit about non-
generalizability of their findings. For example,
there are researchers claiming to do “phenome-
nological studies” focusing on the experience of
one individual or a few individuals. This is in
evident contradiction to the phenomenological
method reviewed above, which is designed to
arrive at understandings that are valid for every
human being—e.g., in the work of Husserl,
Heidegger, or Merleau-Ponty—right up to the
present day, for example, in the phenomenologi-
cal analyses of the experiences of organ trans-
plants conducted by the affected individuals
themselves (Nancy 2000; Varela 2001). If, how-
ever, research results were not generalizable to
some extent, then these would not transfer (could
not be transported) to and thereby inform a new
context. If research results can inform settings
other than those in which the research has been
conducted, then it behooves the authors to articu-
late which other settings might benefit and the
limitations that occur in the transfer of claims
between settings. To distinguish the nature of
quality criteria that differentiate qualitative from
quantitative studies, a set of parallel criteria has
been proposed (Lincoln and Guba 1985).
Subsequently, Guba and Lincoln (1989) pre-
sented a set of criteria that should be used for
judging the quality of qualitative research.

In naturalistic inquiry (Lincoln and Guba
1985), the authors explicitly reject the idea of
generalizability, arguing that it is a positivistic
idea. They argue for a move to the question of
transferability, which denotes the extent to which
findings from one qualitatively studied setting
can be transferred to another qualitatively studied
setting. They rightly suggest that transferability
cannot be based on the sending context alone but
requires an understanding of the receiving con-
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text. This, however, is nothing other than think-
ing about the user and usage as one criterion of
generalizability (Ercikan and Roth 2014).
Whereas it may be correct that investigators who
know only the sending context cannot make gen-
eralizability (transferability) inferences, it is also
correct that investigators interested in publishing
their findings need to know just what in their
findings is of interest to others generally, and to
readers of the journal article more specifically. In
this move, they have thereby done a first step in
generalization by extending their site-specific
findings to the sites of interest to their readers.
Other researchers focus on receiving contexts
and refer to external validity of qualitative
research as recognizability (Konradsen et al.
2013). These researchers define recognizability
as “[t]he degree to which individuals are able to
recognize their own experience or the experi-
ences of others in the findings of a qualitative
study” (p. 70) and identify four categories of rec-
ognizability: full, partial recognition, recognition
in others, and no recognition.
Meta-ethnographic studies (e.g., Noblit and
Hare 1988) constitute one possible way in which
qualitative health research can be compared and
contrasted across ethnographic contexts. This
then leads to syntheses of an ensemble of studies
that overcomes a proliferation of apparently inde-
pendent studies. Thus, for example, one recent
systematic study reviewed the findings on smok-
ing during pregnancy that derived from 26 stud-
ies (involving 640 pregnant women) reported in
29 papers (Flemming et al. 2013). If there had not
existed a sufficient degree of generalizability,
these studies could not have been synthesized.
Things and phenomena become comparable only
when they are categorized in the same way; and
categorization inherently constitutes abstraction
from situational particulars (Kant 1956). It there-
fore does not suffice when qualitative health
researchers do not indicate in which way their
findings and distinctions are transportable to and
relevant in other settings, as in “I hope that some
of these distinctions resonate with health care
providers” (van Manen 1998, p. 10). That is,
researchers often refuse to state in which way
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their findings are relevant to contexts other than
their own use of the adjective “phenomenologi-
cal.” Thus, rather than seeking to identify general
principles (Vygotsky 1927/1997), studies tend to
limit their findings to the particular sample in
their study, for example, “participants in this
study are pointing to a different understanding of
the relationship between personal experience and
fear” or “participants on a white water raft trip
experienced fear which helped to cement a sense
of self” (Brymer and Schweitzer 2012, p. 484).

In contrast, the idea underlying the classical
phenomenological approach is to identify, as
Vygotsky had done, the general principles of
underlying processes. These only manifest them-
selves in different form because of contextual
particulars. This is very different from phenom-
enographic research, for example, which identi-
fies, categorizes, and describes forms of
experience. Thus, one health-related phenom-
enographic study was interested in describing
and characterizing “what women with rheuma-
toid arthritis (RA) and juvenile idiopathic arthri-
tis (JIA) perceive as important in considering the
performance of daily occupations to perceive
good health” (Ottenvall-Hammar and Hakansson
2013, p. 82). Because of their approach, the
authors are at pains to ascertain the representa-
tiveness of their sample to achieve “heterogene-
ity.” Nevertheless, they state that a limitation of
their study was that they “did not involve all
demographics that could have been of interest”
(p- 90). Moreover, they explicitly address the
question of the trustworthiness of their study
and, therefore, expose its possibility to be
untrustworthy. Finally, “transportability”—i.e.,
the qualitative researcher’s equivalence to gen-
eralizability (Lincoln and Guba 1985)—is not
ascertained on the part of the researchers but
transferred to the journal audience, who is asked
to “decide whether the results can be transferred
to the reader’s own contexts or not” (Ottenvall-
Hammar and Hakansson 2013, p. 84). The
authors point out the challenging part of their
study: how to handle their own preconceptions
and perceptions.

6.5 Conclusions

Now, we often proceed as if what counts as evi-
dence was evident because we trust a cultural rou-
tine, most often imposed and inculcated through
schooling (the famous “methodology” courses
taught at American universities). The fetishism of
“evidence” will sometimes lead one to reject
empirical works that do not accept as self-evident
the very definition of “evidence.”

Bourdieu (1992, p. 225)

In this section, we take a step back, articulat-
ing similarities and differences between research
methods presented and critiqued in Sects. 6.3 and
6.4. We also situate this discussion in the context
of research methods that explicitly combine
quantitative and qualitative research, such as the
Bayesian approach, which is concerned with
evaluating the probabilities of scientific hypoth-
eses, given prior evidence of quantitative and
qualitative nature and using new data for updat-
ing the probability of these hypotheses. The
Bayesian approach is useful as it offers a means
of formalizing prior beliefs—the identification of
which requires a qualitative approach—and com-
bining the results with quantitative studies for the
purpose of supporting decision-making, risk
assessment, diagnosis and prognosis, or health
technology assessment (Barbini et al. 2013).

In the introductory quotation to this section,
Bourdieu notes that an effort to extract general or
invariant properties from the particular “is too
often lacking in the work of historians” (p. 233).
He attributes this to the definition of the histori-
an’s task and a less ambitious or pretentious, as
well as less demanding, task thrust upon their
discipline than that thrust upon, for example,
sociologists. This may be just as true for research-
ers who define themselves as working within a
qualitative tradition, as if method was the defin-
ing characteristic of what a scholar does. Rigid
adherence to this or that method does not take us
any further in understanding evidence and gener-
alizability. Thus, “methodological indictments
are too often no more than a disguised way of
making a virtue out of necessity, of feigning to
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dismiss, to ignore in an active way, what one is
ignorant of in fact” (Bourdieu 1992, p. 226).

Synthesizing research from multiple studies is
an important way of generalizing research find-
ings across settings. Such studies inherently are
concerned with comparing findings, which can
be done only at a more abstract level where stud-
ies are comparable. Here, the Bayesian approach
in particular provides tremendous opportunities
because it allows the integration of qualitative
and quantitative information. Most frequently,
the qualitative information enters Bayesian anal-
ysis in the characterization of prior beliefs that
enter the determination of probabilities prior to
the research, probabilities that are then updated
as a result of a research project (e.g., Roberts
et al. 2002). Instead, as one study of the factors
that influence nonadherence/adherence to HIV
medication regimens shows, the results of quanti-
tative and qualitative studies can enter syntheses
at the same level and with equal weight (Crandell
et al. 2011). The method allows the “borrowing
of information across studies” and thereby
“makes this method uniquely suited to the case
where a variable is more heavily covered in qual-
itative or quantitative studies” (p. 667). There are
other meta-analytic methods as well. But, in our
view, those that integrate qualitative and quanti-
tative studies are of particular value as they force
researchers to push the boundaries of quantitative
work to consider the nature of variance, on the
one side, and push the boundaries of qualitative
work to consider those aspects that will be invari-
ant across settings.

To end, we encourage readers to heed a com-
mentary made in reference to sociology to health
research. Our research is:

[...] too serious and too difficult for us to allow

ourselves to mistake scientific rigidity, which is the

nemesis of intelligence and invention, for scientific
rigor, and thus to deprive ourselves of this or that
resource available in the full panoply of intellec-

tual traditions of our discipline.
Bourdieu (1992, p. 227)
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71 Introduction

Criteria for ensuring rigor for qualitative research
are well documented in existing literature (e.g.,
Cohen and Crabtree 2008; Morse et al. 2001;
Morse et al. 2002). Given the important role that
recognition of the determinants of health (Public
Health Agency of Canada 2013) plays in moving
forward health sciences research, and the contri-
butions that qualitative approaches are making to
this body of evidence, there is an ongoing need
for clarity in the processes that contribute to the
rigor of research and its outcomes (Cohen and
Crabtree 2008; Meadows and Morse 2001; Morse
et al. 2002; Tracy 2010). Morse et al. (2002) note
that strategies that are part of the overall research
design and that are fully integrated into the
research process demonstrate and provide evi-
dence for the rigor of qualitative research. They
further note that debates regarding rigor in quali-
tative research have ranged from arguments over
terminology (Hammersley 1992; Kuzel and
Engel 2001; Yin 1994) to debates over the uni-
versality of strategies of rigor across theoretical
paradigms (Bochner 2000; Guba and Lincoln

L. Meadows, Ph.D. (B<) « A. Robinson Vollman, Ph.D.
Department of Community Health Sciences,
University of Calgary, Calgary, AB, Canada

e-mail: meadows@ucalgary.ca

© Springer Science+Business Media New York 2016

1989; Guba and Lincoln 2005; Tracy 2010). We
agree with Morse et al. (2002) that the debates
referenced above led to a focus on evaluation of
research outcomes, leaving the attention to rigor
during the research process (from conceptualiza-
tion to publication) lacking.

Identification of the techniques that support
rigor is ongoing. Cohen and Crabtree (2008) use
terms including the importance of the research,
doing ethical research, coherence, validity, and
verification of the research. Meadows and Morse
(2001) use strategies of verification and valida-
tion within the research process, including tech-
niques of study design, bracketing, member
checks, and auditing, among others. Tracy (2010)
presents a model for quality in qualitative
research through eight “Big-Tent” (Denzin 2008)
criteria for excellence in qualitative research.
These include “worthy topic, credibility, sincer-
ity, meaningful coherence and ethical research”
(p- 839). Morse et al. (2002) argue for a return to
the use of the terms and strategies of validity and
reliability, including techniques of verification as
a process internal to the research and the respon-
sibility of the researchers. Very simply, Morse
et al. (2002) write, “Verification is the process of
checking, confirming, making sure, and being
certain.” They note the need for methodological
coherence, sufficient sampling, and engaging in a
dynamic and iterative process throughout the
research that addresses sampling, data collection,
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data analysis, and other techniques of verifica-
tion. Readers who want more information on
how to implement the various techniques of veri-
fication and validation are referred to the cited
articles.

The focus of this chapter now turns to further
discussion of verification and validation.
Strategies of verification are internal to the
research process, and are the responsibility of the
researchers and their team. The techniques used
in the verification process incrementally contrib-
ute to the validity of the research (Meadows and
Morse 2001). Qualitative research is iterative:
that characteristic provides the opportunity and
demands the attention to the work and fit of the
research as a whole to ensure rigor. The process
of validation is also internal to the research proj-
ect, and also the responsibility of the research
team.

The strategies that, taken together, are inher-
ent to the verification process include the follow-
ing: the preparatory literature review that situates
the research questions; the study design that
identifies the strategies and techniques that will
coherently and cohesively guide the research; a
budget that reflects and fully supports the research
project; and careful choice of the research team
(internal such as investigators, partners, research
assistants, transcriptionists, and managers and
those external to the funded team such as audi-
tors or evaluators).

Similarly, traditional and evolving strategies
have been established for the validation process.
These include establishing an audit trail to make
clear the timing and rationale of methodological
decisions during the research process (Lincoln
and Guba 1985); inter-rater reliability; the use of
multiple methods; and the often misunderstood
technique of member checks. Recently Morse
et al. (2002) have noted that member checks con-
stitute a technique of rigor early in the research
process but invalidate the researcher’s analysis
and interpretation if used inappropriately.! Their
use must be appropriate to the task.

“The problem of member checks is that, with the excep-
tion of case study research and some narrative inquiry,
study results have been synthesized, decontextualized,
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Good researchers have to pay attention to the
quality of qualitative research while they are
doing it and also evaluate the results after the
research is done. Quality qualitative research is
important for many reasons: to educate those
new to qualitative paradigms; to ensure funders
and evaluators are exposed to excellence in
qualitative research; to debunk the myth that
qualitative research is simple and easy; and to
provide evidence for policy and practice deci-
sions, among others. Terms that are common in
qualitative research must be identified and put
into practice during the research process with
adequate understanding of their use and utility.
While many terms are well established, the dog-
matic use of terms without understanding under-
mines, rather than supports, the processes of
ensuring rigor. The field of qualitative research
continues to make strong contributions to a vari-
ety of scientific disciplines; additional tools for
ensuring rigor are being developed and tested.
Sometimes funding agencies require assess-
ments of rigor by the research team as part of
the overall research design; in other instances
the research team members realize the value of
engaging an expert in qualitative rigor from out-
side the project team to work with them, and
provide ongoing feedback throughout the tenure
of the project. No matter the source of the deci-
sion to include a person whose specific role is to
assess rigor internal to the research project,
these experts play an important role and make
an essential contribution to the nature of qualita-
tive evidence.

and abstracted from (and across) individual participants,
so there is no reason for individuals to be able to recognize
themselves or their particular experiences (Morse 1998;
Sandelowski 1993). Investigators who want to be respon-
sive to the particular concerns of their participants may be
forced to restrain their results to a more descriptive level
in order to address participants’ individual concerns.
Therefore, member checks may actually invalidate the
work of the researcher and keep the level of analysis inap-
propriately close to the data. The result is that there is
presently no distinction between procedures that deter-
mine validity during the course of inquiry, and those that
provide the research with such credentials on completion
of the project (Wolcott 1994)” (Morse et al. 2002, p. 16).



7 Evaluating Qualitative Health Research from Inside and Outside 95

The remaining sections of this chapter provide
illustrations of rigor in qualitative research as
assessed from within a research project by its
team members and assessment of quality from
outside the research team by an independent sci-
entist. These two approaches have been identified
by Reynolds et al. (2011) in the context of health
research policy. Reynolds and her team used a
meta-narrative approach in a search of journals,
databases and grey literature to investigate the
nature of quality in qualitative research. They
identified two main narratives in the literature:
“The first focuses on demonstrating quality
within research outputs; the second focuses on
principles for quality practice throughout the
research process” (p. 43). They again reiterate the
importance of steadfast attention to quality
throughout the research process.

Two strategies for assessing the reliability,
validity and trustworthiness of qualitative health
research, are addressed in the following pages. In
the first section we discuss evaluation, and illus-
trate a rigorous approach to evaluation of qualita-
tive health research from the inside. While the
word evaluation may hold connotations of exter-
nal assessment in qualitative research, evaluation
as an internal approach is the recognition of eval-
uation as an a priori part of the research design.
In the second section of the chapter we discuss
auditing qualitative health research and present
an example of auditing a research project, as it is
in process, by an expert external to the research
team.

Evaluation is concerned with assessing how
well a project’s processes operate. Evaluation
requires careful design, collection, analysis, and
interpretation of data. Evaluation also has an
important learning purpose. It should provide
clear feedback to everyone involved in the
research project: researchers, staff, funders, and
the wider community (Hart et al. n.d., p. 9).
Audit is a quality assessment process where per-
formance is measured against predetermined
standards within defined parameters or criteria,
which are chosen as important indicators of
overall performance. Changes can then be
implemented to improve performance (Hart
etal. n.d., p. 7).

7.2 Evaluation of Qualitative

Health Research

To assess the quality of qualitative health
research, we support the notion of using guide-
lines on the condition that they keep the key fea-
tures of qualitative research in mind and are not
rigidly prescriptive. As an alternative approach,
we suggest the use of guiding principles and
questions because, in this way, we can retain
flexibility and creativity and promote rigor and
transparency.

There are many labels for evaluation
approaches, and the labeling is contradictory.
Some evaluations are classified by their purpose
(e.g., formative and summative (Scriven 1986)),
the end user (e.g., utilization focused (Patton
2002)), evaluator role (e.g., internal or external),
stakeholder role (e.g., participatory), methodol-
ogy (e.g., qualitative), and ideology (e.g., femi-
nist). With this in mind, we take an approach that
is inclusive of evaluation types and approaches
and does not privilege one over another. Rather,
the approach used to assess rigor of the qualita-
tive research process must be consistent philo-
sophically and methodologically throughout the
evaluation process.

What is quality in qualitative evaluation?
Similar to the criteria for qualitative research, the
evaluation of the research process should be valid
and reliable (however these terms are assessed in
qualitative research), methodologically sound,
ethical, and logical and should have congruence
between evidence and judgements. Regardless of
whether the person responsible for assessing the
quality of the research process (the evaluator) is
internal or external to the research team, some
attention ought to be paid to his/her credentials
and expertise. For example, the American
Evaluation Association (2004) proposed five
principles (including 25 standards) that evalua-
tors should uphold:

e Systematic inquiry: Evaluators conduct sys-
tematic, data-based inquiries about whatever
is being evaluated.

e Competence: Evaluators provide competent
performance to stakeholders.
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» Integrity/honesty: Evaluators ensure the hon-
esty and integrity of the entire evaluation
process.

* Respect for people: Evaluators respect the
security, dignity and self-worth of the respon-
dents, program participants, clients, and other
stakeholders with whom they interact.

» Responsibilities for general and public welfare:
Evaluators articulate and take into account the
diversity of interests and values that may be
related to the general and public welfare.

The research team should ensure that whoever
is responsible for assessing the quality of the
research enterprise is qualified for the role, that
he/she understands the research process from
conceptualization, design and analysis, and is
able to assess the integrity of the analytic process
and the interpretations thus derived. The evalua-
tor ought to have full access to the research team
and documentation, while still enjoying a degree
of autonomy that allows independence and lends
credibility to the findings of the assessment. The
evaluator’s findings must be forthright and honest
while still respecting the dignity of the research
team and the inevitable challenges that they faced
while carrying out the research. Above all, the
evaluator must be cognizant of the ethics of qual-
itative research and ensure that no harm has come
to any participants.

Further, the evaluator should uphold the fol-
lowing four key principles:

e Utility: The assessment of the qualitative
research process should serve the information
needs of the research team and funders.

* Feasibility: The assessment should be realis-
tic, prudent, diplomatic, and frugal.

* Propriety: The assessment should be con-
ducted legally, ethically and with respect for
the welfare of those affected by the results.

* Accuracy: The assessment should be conducted
rigorously and be well documented so that con-
clusions are defensible, valid, and reliable.

(Adapted from The Joint Committee on
Standards for Educational Evaluation (1980;
revised 1994))
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Whether you are an internal or an external
evaluator, these guiding principles should inform
how you do your work. Further, consideration
should be given also to timeliness, clarity about
the context of the program and the evaluation,
and (as far as possible) perspectives of all stake-
holder groups.

7.3 A Case Example
of Evaluation from Inside

a Project

A call for proposals for cardiovascular risk reduc-
tion projects was released and, with the collabo-
ration of key community leaders, the principal
investigator (PI) put together a proposal for fund-
ing that addressed the community’s concern
about the health status and health knowledge of a
particular ethnic community in a large urban
Canadian city (Jones et al. 2013). The project
was designed as a mixed method cardiovascular
risk reduction screening program that took place
in faith institutions in a number of neighborhoods
over a period of several months. After funds were
received, a condition on the grant was that an
external evaluation be conducted. The PI con-
tacted the evaluator for a consultation and it was
decided that the evaluator would become an inte-
gral part of the project team.

7.3.1 Understanding the Project

The first step in the process was to use the pro-
posal and, with team members, create a logic
model of the project. This important step allows
the epistemology, that is, the knowledge and
assumptions underpinning the project, to be artic-
ulated and used as a framework for judging the
research process. Epistemology is critical to the
development of research (and evaluation) ques-
tions, methods, and interpretation of the data col-
lected. Using Dwyer and Makin’s (1997)
framework, a logic model was developed that
described the project goals, target groups, com-
ponent activities, long- and short-term process
and outcome objectives, and the resources available
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to the project. After some discussion explicitly
linked to quality assurance, indicators were
determined for each objective, and the evaluator
then designed the evaluation, determined data
collection and analysis methods, created the
instruments for data collection, and submitted the
evaluation proposal to a Research Ethics Board
(REB) for approval. The evaluation question was
straightforward: What went well, what did not,
and what do we need to change for next time?
The PI had a set of research questions that guided
the research itself and a parallel application was
submitted to the REB for the research project.

To ensure transparency that the principles of
qualitative research were being followed, jour-
nals describing the processes of research readi-
ness were kept by team members. Thus began
the assessment of decisions, assumptions,
interpretations, and adherence to best practices
in community-based research. During the pre-
intervention period, journals detailed access
and entry processes and challenges, research
team communications with key stakeholders
(e.g., community physicians, faith leaders, vol-
unteer coordinators), and kept track of the vari-
ous activities to set the screening initiative in
place.

While waiting for REB approval for the
research and the evaluation to be granted, equip-
ment and supplies were ordered and delivered,
faith leaders were approached to gain access and
entry to the community, documents were trans-
lated into the several languages prominent in the
community, and lay volunteers were sought and
trained by the project team. The PI met with phy-
sicians in the target community to explain the
project and prepare them to receive letters if
screenings indicated there was need for a referral
for hypertension, hyperlipidemia, and hypergly-
cemia. All activities were documented for pro-
cess evaluation purposes.

Upon implementation, the faith leaders helped
to inform their members by announcing the clin-
ics during services, and posters were placed in
prominent places to encourage people to attend.
Clinics were set up to take place once services
were over; lay volunteers manned stations (wel-
come and registration, consent, weight and waist

circumference, blood pressure, random glucose,
cholesterol, and consultation).

7.3.2 Ensuring Adherence
to the Principles and Protocols
of Quality Research

Once the actual intervention began, demo-
graphic data were collected to describe the
attendees and baseline health data were
recorded; unique identifiers were assigned so
that attendees’ names would not appear on the
data set. Attendees were provided with educa-
tional materials in their language and letters to
their family physicians if their screening results
were not in the preferred range of normal, and
received consultation about what their results
meant. While the actual screening results were
part of the outcomes of the research itself, how
the clinic processes worked and participant sat-
isfaction were part of the quality assessment of
the project in accordance with the epistemologi-
cal position of the research.

Attendees were then randomly assigned to
buddy support or no ongoing support. In the
second screening clinics that took place several
months later, attendees were again screened,
and a questionnaire collected information
about any lifestyle changes they had made
since the first clinic and if there had been con-
sultation with their physicians. During this
period of time the community coordinator
(CC) maintained a journal to capture her inter-
actions with attendees, volunteers and the
research team. This journal allowed the evalu-
ator to assess whether or not the principles of
the research had been upheld since the CC
worked remotely from the research team. The
journal was used in triangulation efforts with
the project coordinator (PC) and the PI (who
were also maintaining records) as a method to
examine research rigor during the time between
screening and re-screening. Team members did
not share their journals with the evaluator;
rather, they used them to assist with recall
when they were interviewed.
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7.3.3 Ensuring the Clarity
of the Role of Evaluator Within
the Team

Although the evaluator was a part of the team, her
role was at arm’s length as far as project imple-
mentation. She was available to answer questions
and provide advice throughout when evaluation
issues arose that needed resolution. Since the
intent was to do a combination formative-
summative evaluation, it was expected that the
research process would be tweaked during imple-
mentation. Key team members used reflective
journaling to capture their experiences, and regu-
lar team meetings allowed emerging issues to be
discussed with the PI. Forms of evaluation data
collection throughout the project included docu-
ment collection and analysis, observation, sur-
veys, and key informant interviews. It is worth
reiterating that, because human subjects were
involved, the evaluation plan had been approved
by a REB.

7.3.4 Ensuring the Quality
of the Resources Used

Since the project was in part sponsored by
Hypertension Canada, documents from that
source were used to inform hypertension educa-
tion. A manual was prepared by the PI to inform
volunteers about hyperlipidemia and hyperglyce-
mia. Educational materials were prepared and
compared to the literature and best practice
guidelines for the various topics. Pamphlets and
posters were translated and back-translated to
ensure accuracy. The evaluator assessed the qual-
ity of the materials created for the project against
the documents from Hypertension Canada to
ensure their consistency.

7.3.5 Ensuring Quality Data
Collection

Volunteers were trained by the CC and the PI
with respect to the various aspects of the screen-
ing process and the machines used. Surveys were
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used to capture the confidence, competence and
comfort of lay volunteers with the various
machines and the new information they had been
taught. A survey was used also to assess the
degree of collaboration intended and knowledge
gained by physicians that attended the informa-
tional seminar lead by the PI.

The evaluator attended several screening clin-
ics to capture the essence and culture of the proj-
ect as it was being conducted. She acted as a pure
observer and did not interact in any way with the
attendees or the volunteers. Any questions were
directed to the PC who was in attendance at every
clinic. The PI and the PC collected and analyzed
the health data and made comparisons between
those that were in the buddy group and those that
were not. The PI reported on the data collected
for the project.

For evaluation purposes, particularly to ensure
transparency and responsibility of decision mak-
ing, good ethical practice, and that a systematic
approach was being honored, key informant
interviews were conducted after the first set of
clinics had been completed and then again after
the project had come to a conclusion. After the
first phase, the evaluation report was used to
make changes to the process and inform the sec-
ond phase.

Not everything went smoothly. Focus groups
had been planned for the volunteers and some
attendees to share their experiences but this was
not implemented for a variety of reasons: volun-
teer fatigue; lack of willingness by attendees to
participate; and extremely inclement winter
weather.

7.3.6 Understanding the Context
of the Research

Before and during the project the evaluator kept
notes and reflections on the context within which
the project was taking place. Also captured was
information about the various inputs to the proj-
ect, including several in-kind contributions. This
information was important because Stufflebeam’s
(2003) Context-Inputs-Processes-Products (CIPP)
approach was being used as the theoretical
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foundation for the evaluation. This approach
allowed for the creation of an audit or decision
trail and for ongoing discussion with the team
about quality issues, assumptions, and biases.

7.3.7 Assuring the Accuracy
of the Evaluation Results

Once the summative evaluation report was
drafted, the evaluator presented it to the PI and
key team members for feedback, and as a mem-
ber checking process to ensure validity. At a clo-
sure meeting, the evaluator sought feedback,
insights, whether or not the report “told the story”
accurately and if the conclusions drawn were
supported by the results of the evaluation. When
challenged to soften some of the comments about
“things that went wrong,” the evaluator tried to
determine if there was sensitivity or embarrass-
ment, or if she had read the situation incorrectly.
When team members agreed that the report was
accurate, she helped them to understand that the
things that went right outweighed those that did
not, and that knowing about those issues would
be helpful next time a similar project were
implemented.

In addition to the evaluation of the research
process, the PI and the evaluator assessed also
whether the research itself met its objectives. The
overall evaluation question for this activity was:
Have the objectives of the research project been
delivered in the specified time frame? Component
questions included the following:

¢ What was the environmental context in which
the research operated?

* What resources were needed to complete the
research?

e What research activities occurred and how?

e What were the outputs of the research?

e What dissemination activities occurred?

* What impact will this research have on the
field?

A short report was written that was used to
inform future replication of this project with dif-
ferent ethnic groups in multiple sites across the

country. The benefit of this approach was that the
evaluator, charged with assessing the quality of
the research process, was an integral part of the
research team, had full access to all aspects of the
process, and was able to use a wide variety of
strategies to ensure the quality of the research. In
this instance, the evaluator was conducting evalu-
ation research on a community-based cardiovas-
cular risk assessment research project from the
inside.

7.4  Auditing of Qualitative

Health Research

The foregoing section has focused on evaluation
of quality from within the research project; we
now turn to a discussion of qualitative audits. The
two processes are not mutually exclusive,
although we make a distinction here for heuristic
purposes. In the cases used in this chapter we also
differentiate between inside (evaluating qualita-
tive health research by a member of the research
team) and outside (auditing health research using
an expert external to the research team). The dif-
ferences between evaluation and audit are posed
as guides for this chapter; they are however to be
considered as appropriate ultimately by the vari-
ous classifications of audits and evaluations. An
identified approach must be consistent with the
views and theories of the guidelines being used
and applied methodologically throughout.

The concept of the audit in social science
research was first discussed by Halpern (1983)
and addressed the concern of trustworthiness in
the growing area of naturalistic inquiry
(Akkerman et al. 2008; Lincoln and Guba 1985;
Schwandt and Halpern 1988). Initially the con-
cept was built on the metaphor of a fiscal audit
(Akkerman et al. 2008; Guba 1981; Lincoln and
Guba 1985). Ideally, the audit procedure is nego-
tiated before implementation of the research to
be audited, and is negotiated between the auditee
and the auditor. As with an evaluation, an audit is
best supported by an a priori objective for the
audit, and the accompanying goals from which a
logic model, including timeline, can be devel-
oped. The auditee and auditor must also agree
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upon the extent and nature of materials that will
be provided for the audit, that is, the audit trail.

Large-scale qualitative research studies can be
incredibly complex (e.g., multiple case studies
with diverse cases) and face the challenges of
working in the everyday world subject to contin-
gencies that arise during the course of the study.
An iterative process of application of research
strategies often characterizes studies of even
some complexity. There are challenges to making
clear the rigor of all research, for research that is
iterative and may involve the need to addresses
decision points in the study as they arise is an
important part of supporting evidence of quality.
Building on earlier work discussed above,
Akkerman et al. (2008) identify three generic cri-
teria that act as underlying standards to support
decisions during the research process. These cri-
teria are visibility, comprehensibility, and accept-
ability (p. 258). Visibility is conceptualized as
the transparency of decisions made through the
research process noted as appropriate for each
stage of the study. Comprehensibility is concep-
tualized as having documentation to support the
progress of the project to date, for example the
funding proposal, logic model, and implementa-
tion process. Acceptability is conceptualized as
the substantiation of decisions made by the
researchers according to the standards, norms,
and values of qualitative research methods and
their disciplinary and accrediting bodies.

7.5 A Case Example of Auditing
Qualitative Health Research

from the Outside

A call for proposals was issued to assess the end-
point knowledge differentials across a number of
subspecialties in an allied health care profession.
The call for proposals was in part aimed at better
understanding graduates’ preparedness for their
scope of practice; the information was also
expected to be useful in understanding pedagogi-
cal standards across several institutions providing
education for the profession. One proposal was
duly deemed fundable and the multi-disciplinary
research team, including a project coordinator,
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academics, research assistants, and research
associates, as well as administration from the
profession’s education institutions agreed to
work together in the project (CARNA 2009). A
Steering Committee composed of representatives
from each subspecialty and supporting govern-
ment agencies was also formed to oversee the
overall project.

In the research described below, the auditor
was engaged on behalf of the investigative team
approximately 1 year after funding and ethical
approval had been received. In order to best serve
the project and its verification and validation
needs, a number of applicants for the position of
auditor external to the research team were solic-
ited and the successful candidate, a recognized
international expert on qualitative methods, was
selected. Subsequent to ethical approval of the
auditor’s proposed audit logic model, the auditor
was given access to existing documentation for
the project and its progress.

During the audit the auditor created and main-
tained a spreadsheet based on the project pro-
posal. This spreadsheet noted all of the elements
of the audit process: recorded audit timelines and
project timelines; tracked meetings and audit trail
materials requested and received; cross-indexed
location and type of materials used in the audit;
and essentially created an audit trail of the audit.
Given the complexity, iterative nature and need
for transparency, this type of tracking and check-
list is essential for an auditor to establish and
maintain.

7.5.1 First Stage of the Audit

The auditor reviewed the rationale and planning
for the project, investigated the credentials of
those engaged to work on the project across roles,
and reviewed the proposal as approved by ethics
as a first step. Sampling and recruitment for the
project and data collection were found to be
interdependent and iterative processes, as data
included: a literature review of current knowl-
edge and theories relevant to the project; curricu-
lum, legislation, and professional statements
relevant to the profession; site visits to the educational
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institutes; and key informant and interview data
from personnel at the educational institutes for
the early project stages. One challenge to the ini-
tial audit was to understand the breadth of the
project and the various stakeholders, as well as
the educational institutions, administrators,
instructors, and students forming the body of the
project. This challenge was in part because the
profession being studied was not familiar, peda-
gogically, to the auditor. Another challenge, one
that remained throughout the project, was that the
research team chose a paper-based data collec-
tion and analysis approach to the project.

The initial stage of the project was duly found
acceptable in visibility, comprehensibility, and
acceptability. A Letter of Attestation (LoA) (see
sample in Appendix) was provided to the project
PI approximately 3 months after the auditor was
engaged. The LoA included recommendations
for next stages of the project, including a strong
recommendation that a computer-based qualita-
tive analytic program be used to support data
management, organization, and analysis.

7.5.2 The Second Stage of the Audit

The second stage of the audit examined the anal-
ysis of all data collected during the initial audit
stage plus further data collection based on the
first round of analysis. For the purposes of the
audit, data analysis was defined to include tran-
scription of the recorded data; checking the tran-
scribed data for accuracy; checking coding of the
transcribed data; examination of the analysis of
the transcribed data; review and inclusion of data
from individual interviews; and document review
of materials provided by the various educational
programs.

As in the first stage of the audit, the work done
by the auditor was challenged by the research
team’s commitment to a paper-based data man-
agement, organization and analysis process. It
was necessary to hold several meetings, either by
phone or face to face, with the data collection/
analysis staff to clarify visual coding, color cod-
ing, and decision points in these strategies and
the actual decisions themselves. Usual and

accepted techniques in qualitative analysis,
include journaling, memoing, and field notes,
had been well and appropriately used by the
research team and duly recorded. These docu-
ments again added to the volume of data to be
audited, as they were handwritten in some cases
and typed in others. These paper-based data in
their entirety, audited through charting and
checklists, resulted in a confirmation of both vis-
ibility (literally and figuratively) and comprehen-
sibility. And finally, the process and its complex
components were adjudged acceptable. Again,
recommendations were made regarding data
form, management and final analysis and report
writing as part of the second LoA.

In order to evaluate students from each of the
three types of professional programs, it had been
decided that case scenarios would be used in
focus group interviews with the graduating stu-
dents to assess their knowledge of the issues
being presented and the care plans that they, as a
group, developed. The resultant data were to be
used to identify the competencies of each of the
three groups, and make comparisons among and
between them to ascertain systematic and pat-
terned similarities and differences. The research-
ers developed a template to identify themes and
patterns in the students’ focus group interview
work. The coding templates were based on the
results of analyses that were audited in stage 2. A
codebook was developed by the researchers with
the key concepts that had been identified as com-
petencies. Each analyst then coded the focus
group interview transcripts using their own color
coding scheme. The two analysts held a series of
meetings that resulted in themes to which they
both agreed. These themes were then presented
to the full research team and the Steering
Committee. The analysts were provided with
feedback from this meeting that was to be incor-
porated into their final report for the project.

7.5.3 Auditing the Final Product

The auditor’s role during this final stage was
complex, as an understanding had to be achieved
of how and why each decision had been made in
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the analysis, if all data had been used by the
research analysts, and if their conclusions were
acceptable given their work and the feedback
received from the full research team and Steering
Committee. At this stage of the audit the original
deadline had been delayed due to late availability
of the audit materials. Furthermore, a need for the
project results to be reported to the funders was
imminent. In due course the final LoA was deliv-
ered to the research PI.

As the researchers are supported and their
work enhanced by due diligence, an auditor dem-
onstrates her or his credibility by the self-audit
process. The results of this process during the
project discussed above suggest the following
points for future audits, resulting from lessons
learned in applying a theoretical process to a
qualitative project, but also mindful of how evi-
dence in qualitative research is assessed and
accredited.

» There are significant advantages to engaging a
project auditor prior to implementation stages
of a project; the conceptualization stage is
ideal.

e Mutual agreement on the project timeline,
nature of the audit trail, and timing and discus-
sion of feedback from the auditor benefit the
project.

* Given the mutual agreement stated in the last
point, an iterative process between auditor and
auditee throughout the project is ideal, and
should be considered when developing a
timeline.

7.6  Discussion

The field of qualitative research has a long his-
tory; however, the process of recognizing and
acknowledging the powerful contributions this
paradigm can make to scientific knowledge
across disciplines has been slow. Dating from
early work by Lincoln and Guba (1985) and oth-
ers (Crabtree and Miller 1992; Guba 1981), strat-
egies for rigor and their associated techniques
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have gained recognition and implementation. An
important part of ensuring continuing rigor in
qualitative research is periodic review and assess-
ment of various strategies to ensure changes in
knowledge, including science, technology, and
disciplinary advances, are taken into account in
the field of qualitative research. Good qualitative
research and important contributions to science
may require years of careful work; sometimes a
program of qualitative research may require a
career to address the complexity and contexts of
the subjects that are studied. Acknowledging the
expertise of others, and inviting experts to be an a
priori part of the research team as either part of
the team or external experts, will continue to sup-
port excellent and mature research.

7.7  Conclusion

In this chapter, we discussed the importance of
addressing quality in qualitative research
throughout the research process—from concep-
tualization to final outcomes of the research.
The introduction of this chapter provided a brief
review of the dynamic nature of the science and
debates that characterize the quest for rigor in
qualitative research. We noted debates that
focused on narratives regarding choice of lan-
guage as well as techniques that are used to
facilitate verification and validation strategies.
In our case studies we illustrated practical
examples of the importance of addressing rigor
inside the research project by the research team
as recommended by Morse et al. (2002) among
others and from outside the research project and
team (Akkerman et al. 2008; Reynolds et al.
2011). The first strategy—evaluation—usually
considered to address reliability and validity,
was illustrated by an evaluation within a com-
munity-based mixed methods health research
project. In that section the importance of having
a qualified evaluator was stressed. In addition,
the principles of utility, feasibility, propriety,
and accuracy were presented, along with an
explanation of each of the terms. Auditing, usu-
ally considered to address trustworthiness, was
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illustrated through a case audited from outside
the research project. Akkerman et al.’s (2008)
three generic criteria of visibility, comprehensi-
bility, and acceptability, the underlying princi-
ples to support decisions during the research
process, were presented.

Audits and evaluations need to be part of con-
ceptualization and planning stages of qualitative
health research, be included in proposals with
sufficient budgets and time, and should involve
mutual negotiations among the research team
members and evaluator or auditor. These strate-
gies are invaluable to building a solid body of
rigorous qualitative health research, and across
all research paradigms.

While there are many named concepts used in
the processes of verification and validation in
qualitative research the goal is shared: reliability
and validity of the process that is undertaken by
the research team to ensure high standards of
solid scientific outcomes. The acknowledgement
that qualitative methods are dictated by the
research questions being asked in health research
requires that researchers truly understand and
implement strategies for rigor as appropriate for
their projects, and with expertise as appropriate,
whether inside or outside the research team.

7.8 Appendix: Sample Letter
of Attestation for Audit
DATE
ADRESSEE

RE: Audit Point One

This Letter of Attestation refers to work done
in the conceptualization, staffing, proposal devel-
opment, ethical approval, sampling, recruitment,
and data collection phases of the PROJECT
NAME.

The Audit of the first phase of the PROJECT
was done in the following way. First, the Auditor
was required to sign a contract stipulating condi-
tions, including confidentiality of study proposal
and resultant data, including identities of pro-
grams that participated in the Project. After a
meeting with the Research Committee the
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Auditor was provide with electronic copies of the
following documents:

* Meeting notes for the Project Steering
Committee dated XXXX

e Meeting notes for the Project Research
Committee dated XXXX

» Ethics application and supporting documents

» Ethical Approval

» Ethical Approval extension

¢ Documents used to inform Topic A of the
Project

¢ Documents from those agreeing to participate
in the Project (organizations or individuals)

* Data collection instruments including inter-
view guides and scenarios

* Identification of programs from which data
collection was done plus schedule and confir-
mation of that data collection

* Receipts from participants of honoraria/par-
ticipant costs as appropriate

e Opportunities to ask questions (and receive
answers) from the Project Coordinator and
Project Associate Coordinator

o Teleconference with Project Research
Committee including Research Assistants

Once in possession of documents and infor-
mation provided by the Research Committee and
Steering Committee and using an iterative pro-
cess, a random sample was initially used to
examine documents supporting rigor of the
PROJECT. As the audit progressed specific docu-
ments and information were requested so that
audit trails could be identified and examined.
During the examination of information and
documentation, evidence of linkages among
research design, implementation (including
drawing upon expert consultation as appropriate
and hiring of qualified staff) and data gathering
was sought to verify that they were appropriate
and met accepted and rigorous standards in cur-
rent use. Specifically the Auditor was looking for
compelling evidence of visibility, comprehensi-
bility and acceptability of the initial phase of the
PROJECT as it progressed from research design
to data collection. The audit criteria are based in
large part on earlier research by Halpern (1983)
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that was further developed by Akkerman et al.
(2008).

The findings of the Auditor are as follows.

With regard to Visibility:

Visibility is conceptualized as the transpar-
ency of decision made through the research pro-
cess—in this document up to and including data
collection. Upon examination of [list documents
and other materials] the Logic Model provided
by the Project and guiding the study is complete
and compelling. The discussions and consulta-
tion that moved the PROJECT from a proposed
idea to conceptualization of the nature of the
Project to the decision to hire staff to support the
development of a technical proposal that would
be vetted for funding and move forward to the
research project are well documented.

With regard to Comprehensibility:

Comprehensibility is here conceptualized as
having documentation to support the progress of
the project to date; once the audit proceeds to
examination of the data collected and ensuing
analysis and interpretation comprehensibility
will include that aspect of the project. Upon
examination of the information provided to the
Auditor, [...].

With regard to Acceptability:

Acceptability is here conceptualized as the
substantiation of decisions made by the research-
ers according to the standards, norms and values
of qualitative research methods and educational
enquiry and discipline practice and accrediting
bodies. The decision to hire an Auditor stands as
one decision made by the Steering Committee
and supported by the Research Committee in
their commitment to the accepted norms, stan-
dards and values that support the PROJECT. As
mentioned in the visibility and comprehensibility
sections above, the documentation of the initia-
tion and implementation of the Project has been
exacting and complete. Therefore it is clear to the
Auditor that standards of rigor have been fol-
lowed in this study to date. For example: [...].

[...] T have agreed to disagree with the
Research Team on this point, given that it is a
topic of much debate in the literature.

The Research Team, supported through the
excellent work of the Project Coordinator and
Associate Coordinator have maintained an impres-
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sive audit trail at the same time that they have fol-
lowed the standards and norms of qualitative
research and upheld the values and intent of the
PROJECT. Personnel who have been hired to sup-
port the PROJECT from the early stages [...]. The
Team has been transparent in both successes and at
points where practical issues in field work have
needed to be addressed and the study progressed.

I hereby attest to the visibility, comprehensi-
bility and acceptability of the PROJECT based
upon the documentation, conversations and other
information provided to me.

Respectfully submitted,

[NAME]

Auditor
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Alexander M. Clark, Lis Neubeck, Pat H. Strachan,
Kay Currie, and Jan E. Angus

8.1 Introduction

Are any conditions more amenable to the contri-
butions of qualitative research than cardiac con-
ditions? We doubt it. Coronary heart disease
(CHD) is still the world’s biggest single cause of
premature death and disability via its symptom-
atic presentation as angina, myocardial infarction
or heart failure. Its causation, management, care,
rehabilitation, and risk reduction are each influ-
enced by and involve a rich and complex fusion
of biology, health behaviors, beliefs, knowledge,
and attitudes. These themselves are situated in
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bodies, places, societies, and cultures. Moreover,
while CHD is often represented as a condition
that mostly affects men in high-income countries,
actually the social and economic burdens of CHD
are currently five to six times greater in low and
middle-income countries (Lopez et al. 2006) and
lifetime risk of CHD is the same for both sexes.
CHD is then a global problem in need of urgent,
responsive and effective strategies to ensure that
health systems are more sustainable and unneces-
sary human suffering and loss is avoided.

How can this colossal global burden be best
reduced and what evidence has qualitative
research contributed to how this task could be
addressed? While the pharmaceutical industry
continues to develop new medicines, government
policy and research continues to point to the
overriding importance of behaviors related to pri-
mary and secondary prevention, disease manage-
ment, use of health services and support for
health behaviors and effective self care (World
Health Organization 2005). To discuss the impor-
tant evidence provided by qualitative research
into cardiac conditions, we will then examine this
evidence in four key areas of contemporary
health care:

1. Improving patient access to effective health
services.

2. Meeting the needs of vulnerable populations.

Understanding self-care.

4. Supporting difficult decisions.

hed
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We selected these four areas of focus based on
our clinical experience and previous research,
rather than a systematic search process, as they
are areas central to our daily work, but acknowl-
edge that additional areas of focus may have been
identified if a systematic search had been con-
ducted. In each area, we provide a list of data-
bases that index studies relevant to that topic,
along with limits related to search terms and
years of publication. The studies we review
below represent the best examples of how we
think qualitative research could inform clinical
practice in cardiology. While the qualitative evi-
dence is eclectic and inductive it nevertheless
constitutes evidence because, as Porta (2008) rec-
ognizes, it is research-based, responsive to
patients’ circumstances, culture and preferences
and can be used to inform health care. Qualitative
evidence often conveys new and important
insights on how patients can comprehend and
understand aspects of their cardiac condition and
their health care, and also sheds new light on
their misconceptions and aspirations. In this way,
qualitative evidence allows health professionals
to understand patients better and to provide better
health care.

8.2 Improving Patient Access

to Effective Services

Epidemiology has produced unusually detailed
and useful knowledge for the prevention of
CHD. Across the world—irrespective of age,
social status, and sex—nine behavioral risk fac-
tors explain 90% of cases of CHD (Rosengren
et al. 2004; Yusuf et al. 2004). These behaviors
are all related to common but complex health
behaviors, and include behaviors related to:
smoking, diet, weight, physical activity, and psy-
chosocial well-being. Over 60 randomized trials
have shown that people with CHD can benefit
from health services focusing on education and
support as provided by multidisciplinary teams
(Clark et al. 2005). Meta-analyses of trials have
shown that these interventions, usually called
secondary prevention or cardiac rehabilitation
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programs, when targeted to improve key health
behaviors in people with CHD, can reduce CHD
risk, and both improve and lengthen life (Clark
et al. 2005; McAlister et al. 2001; Taylor et al.
2004). The volume and strength of research into
these programs has led many international guide-
lines to recommend that all patients with CHD
should get the opportunity to participate in them
(Balady et al. 2011). Yet, despite this persuasive
evidence, fewer than 66% of eligible patients use
these effective services (Bjarnason-Wehrens
et al. 2010; Suaya et al. 2007). Further, patient
groups who could benefit most from the interven-
tions are even less likely to participate, such as
women, the elderly, low income citizens, and
people from ethnic minority groups (Cortes &
Arthur 2006; Daly et al. 2002). Quantitative
research studies have consistently identified that
a number of factors are associated with lower
participation. Typically programs are conducted
during working hours, require travel to attend,
and car parking at the location is often poor
(Neubeck et al. 2012). These quantitative data
tend to focus on correlates of participation rather
than what actually influences participation—
describing trends without explaining underlying
reasons why such trends exist. Qualitative
research has provided important insights to sup-
port the move from knowledge of who is likely to
benefit to why this is so—and has found contex-
tual, personal and social factors to be influential
(Clark et al. 2012a, b, c; Neubeck et al. 2012).

In terms of contextual factors, when a patient is
ambivalent about participating, receiving a recom-
mendation from their physician leads to a much
greater likelihood of attendance (Dolansky et al.
2006; Jones et al. 2003; Mitoff et al. 2005). Yet
qualitative studies have shown that physicians are
often perceived to discourage patients from par-
ticipation (Heid and Schmelzer 2004; McSweeney
and Crane 2001) or are viewed as poor communi-
cators (Mead et al. 2010a, b). If the patient has
positive in-patient experiences and there is good
communication with health care providers, there is
an increased likelihood of going on to attend out-
patient rehabilitation (Banerjee et al. 2010;
McSweeney and Crane 2001).
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Other health professionals matter too, yet
communication with patients from other profes-
sionals when they are in hospital prior to pro-
grams commencing is also often seen to be poor
(Mead et al. 2010a, b), with information on pro-
grams provided at inappropriate times (Mitoff
et al. 2005), and key messages about the nature
and benefits of the services being perceived as
contradictory (Goodman et al. 2009; O’Driscoll
et al. 2007), disrespectful (Caldwell et al. 2005)
or culturally insensitive (Visram et al. 2008).
Vitally, all this occurs when patients are strug-
gling to cope emotionally with a new diagnosis
and may not be receptive to new or challenging
information (Mitoff et al. 2005; O’Driscoll et al.
2007). Indeed, qualitative research has conveyed
that receiving a diagnosis of CHD is profound
and often deeply distressing for patients
(Bergman and Berteré 2001; Condon and
McCarthy 2006), often leading to considerable
introspection, distress and denial (Clark et al.
2004; Condon and McCarthy 2006; Wingham
et al. 2006). The seemingly rational perspective
around the diagnosis of the health professional
contrasts with the patients’ ambiguous experi-
ence and confusion in the face of a diagnosis that
was unexpected and inexplicable (Jones et al.
2003) and does not lead to a perception of future
need for healthier behaviors (Jones et al. 2003;
Mitoff et al. 2005).

Decisions about attendance occur in the con-
text of wider culturally mediated beliefs about
CHD and its causes. Those patients who attend
cardiac rehabilitation tend to believe that CHD is
caused by modifiable biomedical risk factors
(Clark et al. 2004; Heid and Schmelzer 2004;
Jones et al. 2003) that programs will help them
improve (Clark et al. 2005; Cooper et al. 2005).
They can perceive the health care professionals
as experts (McSweeney and Crane 2001) who
provide consistent information and support
(Clark et al. 2004; McSweeney and Crane 2001;
Wingham et al. 2006). Alternatively, patients
may see CHD as both unpredictable and
unchangeable (Hird et al. 2004), with stress or
other uncontrollable psychosocial factors cited as
causes (Clark et al. 2004; Tod et al. 2002). With
CHD being out of their control, accessing a pro-
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gram is then viewed as pointless (McCorry et al.
2009; Mitoff et al. 2005). Worryingly, research-
ers have found that the health care and support
which patients receive both during hospitaliza-
tion and in programs often does not respond to
these differences in attitudes and beliefs (Day
and Batten 2006).

Interventions and strategies to improve access
should use these important qualitative research
findings to both better acknowledge the full range
of contextual and personal determinants of ser-
vice use, and to be more responsive to patients’
underlying perspectives. Qualitative research has
provided key insights that communications pro-
vided by health professionals can play a vital role
and that considerable judgment is required to
ensure that encouragement and support to partici-
pate in rehabilitation are consistently and appro-
priately framed, well timed, and address the
range of practical and contextual factors influenc-
ing participation.

8.3  Meeting the Needs

of Vulnerable Populations

Qualitative research provides evidence that can
move cardiac research toward a stance that is
more sensitive to the diverse nature and needs of
vulnerable populations. These vulnerable groups
can, but predominantly do not, benefit from
potentially effective health care treatments and
services. Compounding this, often these popula-
tions are those in greatest need of support.
Qualitative research, as we will show, has illumi-
nated this point and shows how the biological and
social dimensions of the human body are inter-
twined with health behaviors and CHD health
outcomes (Wainwright and Forbes 2000), and
shows how these outcomes are influenced by key
determinants of health and access to health ser-
vices, that then lead to health inequalities
(Williams 1999). These patterns are exemplified
in women’s access to secondary prevention pro-
grams, such as cardiac rehabilitation.

Although there is quantitative evidence that
women and men equally benefit from secondary
prevention interventions (Grace et al. 2008;
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Todaro et al. 2004), women are consistently less
likely than men to participate in programs and
this gap widens with age (Allen et al. 2004;
Beckie and Beckstead 2010; Suaya et al. 2007).
This makes women a sizable vulnerable popula-
tion in particular need of prevention but less
likely to participate in and benefit from health
services. To explain these patterns, there is suffi-
cient qualitative evidence to discover persistent
flaws in the service referral process, and also to
indicate that gender-related factors limit wom-
en’s uptake of referrals more than health systems
factors which act to curtail referral across both
sexes. Many qualitative studies have highlighted
the complexity of the domestic world, illustrating
the tensions felt when women’s health needs con-
flict with those of family members (Banner et al.
2012; Boogaard 1984; Caldwell et al. 2005;
Hamilton and Seidman 1993; King and Jensen
1994; Moore 1996; Rolfe et al. 2010).

Research on the interplay between gender and
uptake of secondary prevention was recently
examined via qualitative meta-analysis (Angus
et al. unpublished manuscript; Clark et al. 2012a,
b, ¢). Sixty-nine articles published between 1995
and 2011 were analyzed and three major themes
emerged, revealing some of the causal mecha-
nisms underlying women’s lower uptake and par-
ticipation in prevention programs after referral.
These causal mechanisms included gendered
interpretations of prevention programs; gender-
related costs and resources required to attend pre-
vention programs; and gender-related program
needs. The three groups of mechanisms could
align differently depending on additional condi-
tions such as socioeconomic position, geographic
location, and life stage.

Patients interpreted referrals to programs in
terms of gender discourses or ideals of behavior,
comparing what they knew or imagined about
programs and the fit with personal and social
expectations associated with gender. Women
interpreted the exercise component of services as
similar to gyms or “men’s clubs” (Moore 1996;
Northrup-Snyder 2002) which did not fit older
women’s ideals of “ladylike” comportment
(Cooper et al. 2005; Traywick and Schoenberg
2008). Many women interpreted attendance at
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programs as the privileging of their own health
needs over their gendered positioning as reliable
homemakers and family supporters (Angus 2001;
Davidson et al. 2008; Day and Batten 2006;
Dombroski 2006; LaCharity 1997; McSweeney
and Coon 2004; Norris and King 2009; Schou
et al. 2008). Compared with men, women more
frequently cited familial caregiving commitments
as barriers to uptake of secondary prevention and
cardiac rehabilitation programs (DeAngelis et al.
2008; Jones et al. 2007; Norris and King 2009),
as well as the responsibility for domestic tasks
(Astin et al. 2008; Tod et al. 2002).

In relation to gender-related costs and
resources required to attend programs, women'’s
concerns about the costs and resources needed to
attend programs were consistent with their condi-
tions of living. For some women, the financial
costs of program participation posed a barrier
(Day and Batten 2006; LaCharity 1997;
McSweeney and Crane 2001). Even when pro-
grams were free, others found that employment,
family responsibilities, and the costs of atten-
dance were difficult to balance, particularly when
time and financial resources were scarce (Angus
2001; Rankin et al. 2005). Women were mainly
dependent on public transit or family members
with vehicles for transportation to CR programs
(Caldwell et al. 2005; De Angelis et al. 2008;
Dolansky et al. 2006; Gallagher et al. 2008;
McSweeney and Crane 2001; Pullen et al. 2009;
Rolfe et al. 2010). Transportation barriers for
women could reflect gender differences in finan-
cial means; however, driving is not permitted
after MI or surgery, so some authors reported that
men voiced similar complaints about transporta-
tion, especially if they had low incomes (Hird
et al. 2004; Madden et al. 2011). An additional
resource that facilitated women’s CR uptake was
familial encouragement to attend (Pullen et al.
2009). Several qualitative comparisons indicated
that women apparently did not receive as much
spousal support for health behavior change as
men did (Alsen et al. 2008; Astin et al. 2008;
Gregory et al. 2006; Gulanick et al. 1998; Tod
et al. 2002).

In relation to programs, women and men in
the qualitative studies valued different program
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features. Women with CHD seemed more prone
to anxiety or stress (Tolmie et al. 2009) and they
were motivated to enrol in programs if services
were seen to support stress reduction (Lisk and
Grau 1999). Women worried about cardiac strain,
pain, or appearing unfit during exercise (Austin
2009; Cooper et al. 2005). In several studies,
women indicated that they valued the support of
health professionals who monitored the safety of
exercise activities, as well as social connection
with other program participants (Doiron-Maillet
and Meagher-Stewart 2003; Dolansky et al. 2006;
Kristofferzon et al. 2008; Leung et al. 2008;
McSweeney and Crane 2001; Moore 1996; Rolfe
etal. 2010). Women also wanted exercise options
that were more enjoyable than walking and tread-
mills (Leung et al. 2008; Moore 1996).

Many of the social barriers to women’s uptake
of programs suggest that there is a pronounced
lack of fit between women’s needs as consumers
and the very programs that are designed to reduce
their mortality and morbidity from CHD. Program
uptake for women is therefore not simply a mat-
ter of choice, but one of weighing current social
vulnerability against potential future benefit. In
the case of women’s uptake of programs, the
described process of weighing of costs against
benefits is a causal mechanism that is as crucial
to uptake of programs as it is to realization of
other personal projects (Archer 2003). However,
many women do opt to enrol in a program, indi-
cating that there are disparities among women
that hinge on additional advantages and disad-
vantages aligned with intersecting social identi-
ties (Hankivsky et al. 2010; Johnson and Repta
2012).

Interventions to promote health service par-
ticipation may not be effective unless they are
adapted to target vulnerable populations; indeed
such interventions may inadvertently further
worsen inequalities unless they successfully
address the distinctive needs and context of these
populations. Collectively, this qualitative research
illustrates that gender is an aspect of social iden-
tity which also intersects with other social attri-
butes (such as age, class, ability and ethno-racial
membership) to shape life circumstances and
influence the nature and ability of the women to

address personal projects such as health service
usage, behavioral change, and ultimately risk fac-
tor reduction (Archer 2003; Johnson and Repta
2012). As such, it is not the individual actions of
single factors associated with gender that influ-
ence CHD behaviors outcomes in women but a
wide range of intersecting layers (Hankivsky
et al. 2010). CHD is then not only about individu-
als’ health behaviors but also about the societies,
places, and cultures in which women live. To
encourage women's participation in secondary
prevention programs, deep and quite distinctive
approaches are needed to better ensure that ser-
vices respond to the nature of women’s lives,
identities and preferences.

Thus far we have focused on participation in
health services. While these services remain
vital, over the last 10 years there has been an
increasing recognition of the unsustainability of
this approach alone. In addition, patient and fam-
ily members also play an integral role in main-
taining health. Emphasis has then broadened
from what health professionals and services can
do for patients to also include what patients and
their significant others can and should do for
themselves. This shift has been epitomized in
heart failure (HF)—the chronic stage of CHD
that frequently results from a myocardial infarc-
tion or chronic hypertension—under the guise of
research on self-care.

8.4 Understanding Self-Care

Effective self-care offers the best means to main-
taining life quality and expectancy for people
with HF (Jessup et al. 2009; Lainscak et al. 2011;
McMurray et al. 2012). This is crucial because
HF reduces quality of life more than any other
medical condition (McMurray et al. 2012). Yet,
as with participation in health services, the fact
that patients can benefit from HF self-care pro-
vides little or no guarantee that this will occur.
This type of self-care is especially complex,
requires ongoing and daily attention and effort
around medication consumption, psychosocial
well-being, diet, physical activity, fluid intake,
and weight monitoring (Riegel et al. 2009).
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Compounding these factors, patients with HF are
often depressed, have lower cognitive function,
and are more socially isolated (Rutledge et al.
2006). Unsurprisingly, despite a gamut of poten-
tially effective self-care measures, evidence of
poor adherence and subsequent hospitalization
persists, with conflicting evidence on the effec-
tiveness of health services interventions (Jaarsma
and van Veldhuisen 2008; Savard et al. 2011).
Crucially, qualitative research and resultant theo-
ries can help understand the complexity of HF
self care: what should be included in interven-
tions to promote effective HF self-care, and how
patients may respond to these attempts.

A large volume of qualitative research has
been done into aspects of HF self-care in HF in
the past two decades (Currie et al. 2013). Many
qualitative studies identified a range of factors
related to the individual patient including: formal
and informal knowledge; beliefs and attitudes;
self-efficacy; learning and experience; cognitive
function; and mental health. Importantly, whilst
formal knowledge of what to do is clearly impor-
tant; qualitative research indicates that patients
and their family may have difficulty knowing
how to use this knowledge in the context of their
real and often complicated lives (Clark et al.
2009; Granger et al. 2009). Patients may have
several comorbidities, for example pulmonary
disease, arthritis, and diabetes, which makes it
difficult for them to tell whether the symptoms
they are experiencing, such as breathlessness,
tiredness or swollen ankles, are due to a deterio-
ration in their heart failure, or something else;
symptoms are often attributed to “old age.”
Beliefs, or misconceptions, about the nature of
HF and the relative importance of the various
aspects of self-care may influence patients’ atti-
tudes and therefore behaviors towards their man-
agement (Rodriguez et al. 2008; Schnell et al.
2006). Conversely, a sound understanding of the
what, why, and how of self-care—often devel-
oped over time with patients and their families
able to learn from experience—facilitates self-
care (Clark et al. 2009; Riegel et al. 2007).
Finding out what works best for patients in their
circumstances can lead to increased self-efficacy
of confidence in their ability to manage their con-
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dition. Mental health issues, particularly depres-
sion, have been shown to impact individuals’
capacity and motivation to engage in self-care.
Similarly, even mild cognitive impairment can
affect the person’s attention, comprehension,
concentration and memory. This makes it more
challenging to learn about and integrate self-care
into daily routines (Cameron et al. 2010).

The impact of these factors can change
depending on a variety of contextual influences,
which interact subtly and unpredictably in differ-
ent situations. Cultural beliefs and norms, the
ability to work or remain employed, and financial
circumstances can all affect the individuals’
capacity to manage self-care. Crucially, support
from an informal carer, often a family member,
can be pivotal in both day-to-day organization of
self-care, and in detecting the often subtle
changes in the patient’s condition which herald a
deterioration; often carers are instrumental in
seeking help, when the patient is more inclined to
adopt a “wait and see” approach (Clark et al.
2012a, b, c¢). Equally, being involved in a support
group facilitates self-care by sharing learning
with others, and also by reducing anxiety and iso-
lation with the realization that there are others “in
the same boat”: surviving the challenges (Clark
et al. 2012a, b, ¢).

An important contextual factor affecting the
individuals’ ability and willingness to engage in
self-care is their relationship with their health-
care provider. Qualitative research provides evi-
dence of the benefits of effective communication,
where health-care providers listen to patients’
needs and preferences, openly share information,
demonstrate respect for patient choices, and
adopt a partnership approach, involving patients
and their family in care decisions (Riegel and
Carlson 2002). Conversely, poor communica-
tion— where patients feel rushed, perceive health-
care providers as impersonal or uncaring, feel a
lack of support or respect, or experience a lack of
involvement in care decisions—can act as a bar-
rier to effective self-care (Mead et al. 2010a, b).
Of particular concern are patient reports of lack
of information or poor continuity of care. This is
especially evident in relation to medication,
where studies demonstrate low patient under-
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standing of drug therapy and how it links to
symptom management.

How can this qualitative research influence
clinical practice? Arguably, these studies could
aid in the design of programs that take into
account an understanding of the needs and priori-
ties of HF patients and their caregivers; yet HF
management programs are currently more likely
to be designed around health-care providers’ per-
ceptions of what is important (Clark and
Thompson 2008). Health-care providers need to
understand the complexities faced by patients
and explore the facilitators and barriers to effec-
tive self-care from the perspectives of those most
closely affected; in other words, to use existing
evidence from qualitative research to go inside
the lives of those who will be using the programs.
Currently, the common approach to promoting
self-care in HF is to provide patients with stan-
dardized information and education, often via HF
management programs. However, recent debate
suggests that an alternative approach might be
needed (Clark and Thompson 2012; Savard et al.
2011). This meta-synthesis has highlighted the
wide range of individual and contextual factors
that can facilitate or present barriers to effective
self-care; importantly this research is from the
patient, not professional, perspective. Bringing
together the varied findings from qualitative
research has shown that providing formal knowl-
edge via education programs is an important, but
rather limited, part of what is necessary to sup-
port self-care. A more sophisticated approach is
necessary to respond to the complexity faced by
patients and their families as they try to cope with
this serious and debilitating long-term condition
at home. The relationship between health-care
providers and patients is crucial; effective com-
munication and listening skills to build construc-
tive relationships with patients and their families
is paramount. Accessible information about all
aspects of self-care in HF should be provided and
discussed; “know-how” ideas for daily life drawn
from suggestions other patients find helpful
should be shared. It is important to evaluate both
patients’ understanding of information provided
and the way in which the information was pro-
vided. Patients should routinely and regularly be

assessed for any factor that might adversely affect
their capacity for self-care, including cognitive
impairment, depression, or excessive fatigue. A
more tailored approach to information giving
should then be used, taking into account the
impact of these factors. Where possible, and with
the consent of patients, caregivers could be
involved in consultations, becoming partners in
care decisions. If available, patients should be
encouraged to attend rehabilitation programs or
support groups to enhance social networks and
share experience with others.

Managing HF at home is a complex task for
patients and their families; understanding the
patient and carer perspectives of the challenges
and successes of this task can enable health-care
providers to take a more person-centered
approach to providing support. Qualitative
research is an ideal way to gain insight into the
experience and concerns of patients and their
families.

8.5 Supporting Difficult

Decisions

The new challenge to health systems from the
growing burden of HF is but one example of how
demands and issues change over time. Just as
qualitative researchers can assist in understand-
ing issues around access and personal behaviors,
so too they can provide an understanding of the
most complicated of decisions in ways that better
incorporate patients’ perceptions, values and
preferences. The benefits of advancements in
technology have been a common historical theme
in the field of cardiac health care, but the use of
these technologies may raise new and very chal-
lenging issues that require support for difficult
decisions. This is typified in the field of elec-
tronic devices (notably implantable cardioverter
defibrillators or ICDs) and the related decisions
for patients and their families at the end-of-life.
Patients with cardiac illness are likely to reach
a point when treatment has been optimized
according to clinical practice guidelines and they
continue to deteriorate and experience increasing
symptom burden that may arise from various
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causes, such as cancer, HF, or any other progres-
sive, life-limiting illness. At this point, end-of-
life issues become paramount. The management
of end-of-life issues has not been the traditional
focus or domain of cardiac health care; instead,
the focus has been on the prevention of sudden
cardiac death (SCD) and the preservation of life;
some might say at great, or even any, cost.

The ICD is a small device surgically implanted
into the chest consisting of a generator (battery)
and one or more wire leads that are placed
through the veins and connected into the heart
(Canadian Heart Rhythm Society 2013).
Although some ICDs help regulate the heart beat,
they are specifically designed to sense life-
threatening ventricular cardiac arrhythmias and
deliver an electrical shock so that cardiac rhythm
is restored and sudden death is prevented
(Kaufman et al. 2011). Over the last 20 years, the
numbers of patients who are candidates for, and
who receive, ICDs has grown exponentially and
this trend is predicted to continue worldwide
(Clark et al. 2011).

Negative effects of ICDs are not uncommon
(Gibson et al. 2008; Palacios-Ceiia et al. 2011)
most notably painful shocks during the naturally
occurring dying process (Lewis et al. 2006).
Anecdotal evidence indicates that difficulties
arise for the patient and practitioner when an ICD
continues to shock a dying patient, thereby
increasing suffering and making the death experi-
ence painful, and physically and morally distress-
ing (Clark et al. 2011). Driven by compelling
quantitative evidence about the benefits of the
ICD, and in the absence of long-term consider-
ation and planning regarding the implications of
ICD when death can no longer be avoided, the
stage has been set for the perfect storm of tech-
nology, ethical practice and the human
condition.

While quantitative evidence has focused on
establishing physiologic criteria on which clini-
cians can base a recommendation for ICD, as we
now show reviews have identified many qualita-
tive studies that explored decision-making from
patients’ perspectives (Clark et al. 2011). This
qualitative evidence offers a crucial addition to
our understanding of the intricacies of what may
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appear as a purely “rational,” information-
centered and linear decision-making process.
These data highlight that although device implan-
tation may be medically indicated to address car-
diac pathology, in the future, a holistic
patient-centered approach to the decision to
implant a device must be adopted in relation to
contextual patient issues.

Two studies have investigated the patients’
perspectives about the ICD decision-making pro-
cess with regard to primary prevention and
importantly, included participants who accepted
and those who declined. Carroll et al. (2013) used
a grounded theory approach and described the
process by which patients made this decision. In
an effort to be removed from influencing the
decision-making process or raise self-doubt in
participants, interviews were conducted after the
ICD implant or weeks after the decision to
decline. It was found that the patient’s involve-
ment in decision-making occurred on a contin-
uum. Patients varied from very active to very
passive in their desire to be involved in the deci-
sion. This was influenced by their perceived
health status, the opinions of their social support-
ers, their usual patterns of involvement in health
decisions within their family systems, and their
trust in information from the physician, family
and other information sources. Physician influ-
ence on the decision was considerable and most
participants had a limited understanding of the
ICD beyond its lifesaving potential. Employing a
descriptive content analysis approach, Matlock
et al. (2011) also interviewed cardiologists and
patients who had accepted and declined the
ICD. Cardiologists’ adhered heavily to the pub-
lished guidelines and tended toward a paternalis-
tic or patient-centered approach. As identified by
Carroll et al., ICD recipients tended to take the
physician’s recommendation with little question.

In both studies, many patients recounted the
decision to receive an ICD as a relatively simple
choice between life and death (Carroll et al. 2013;
Matlock et al. 2011). Simple because it is often
presented that way by the recommending physi-
cian and at first glance seems an obvious choice.
Yet while the ICD focuses on preventing sudden
unanticipated death, consideration of the possible
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and different modes of death has also emerged in
these and other qualitative studies as an impor-
tant issue (Strachan et al. 2011). Sudden cardiac
death is presented simultaneously as a death to be
avoided and one for which the answer is an
ICD. For some, this news carries with it an
urgency to act and decide (Strachan etal. 2011)—
as one elderly man sobbed to his daughter, “he
told me I need one right away or I will die”
(Kaufman et al. 2011).

The power of language and its potential to
influence, soothe and/or incite decisional conflict
in patients is clear in the studies described above,
and they could be used by physicians having con-
versations with patients meeting criteria for ICD
insertion. The way in which the message for an
ICD is communicated influences the decisions
patients make. This influence takes many forms.
Clinicians and written materials have equated the
ICD with having an insurance policy (Matlock
et al. 2011) or having a paramedic with you at all
times (Strachan et al. 2011). An 82 year old
described the brief conversation when he was
offered the ICD: “‘I said well what will it do to
me and he (the physician) said it will give you 5
more years of life. I said I’ll take it’” (Carroll
et al. 2013). Observational ethnographic data
also highlights the persuasive power of language
when a patient is encouraged to see the offer of
an ICD as his good fortune, on being told repeat-
edly in a consult that he is eligible and qualifies
for an ICD (Kaufman et al. 2011).

The need to explore the possible deactivation
of the ICD when death is imminent has been
driven by practitioners’ and patients’ experiences
with ICD recipients who experience shocks as
death approaches. Patients’ suffering from ICD
shocks during the dying experience lead qualita-
tive researchers to ask research questions about
what patients want in this regard. Goldstein et al.
(2008) investigated the barriers to deactivation
discussions with ICD recipients in focus groups
using hypothetical scenarios. Distinct from other
study findings, Goldstein and colleagues found
that most participants believed they would not
want to talk about deactivation, believing it
should be the physician’s decision, and equated
deactivation to an act of suicide (Goldstein et al.

2008). The researchers postulated that this find-
ing may be explained by the fact that interview-
ees were “healthy” at the time of the interview,
may have required some time to contemplate the
new knowledge about ICD deactivation, and/or
may have found it difficult to contemplate a
future in which deactivation was an option. Other
studies have also found that although patients
were poorly informed, many were open to the
deactivation discussion prior to implant though
very few had contemplated the need for deactiva-
tion to occur (Raphael et al. 2011; Strachan et al.
2011).

As such, qualitative literature reveals that fear
of sudden cardiac death drives patients’ decisions
for an ICD. Patients rely quite heavily on their
physician’s recommendations for the ICD and
that prior to receiving and living with the device,
patients’ have a relatively poor understanding of
the ICD in general and its relationship to their
eventual death by another cause. While clinical
practice guidelines and cardiac consensus docu-
ments promote the uptake of criteria for implan-
tation of the ICD, these criteria are devoid of
consideration of the psychosocial and contextual
influences on the process of helping patients con-
template the device, live with it, and make sense
of its potential meaning to the eventual end of
their lives. Qualitative research focused on the
sense-making and meaning-making of the expe-
riences of those who are ICD candidates and
recipients offers critical insights to inform and
maintain the ethical imperative to support patient-
oriented decisions when they accept, decline,
and/or deactivate ICDs.

8.6  Conclusions

What then are the contributions of this qualitative
research to the evidence base guiding care of
people with cardiac conditions? Across the four
areas we have discussed, qualitative methods
have extended and deepened knowledge about
what matters most: what factors actually influ-
ence patients’ decisions and behaviors whether
around participation in health services, insertion
or deactivation of ICDs or all manner of self-care
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and health behaviors. Often findings using other
methods can supplement the knowledge gener-
ated from qualitative research, but seldom can
those methods substitute for this qualitative
research.

The evidence guiding future health care pol-
icy, systems and services has to be different than
that of the past. Too often, as we have shown, past
research has provided guidance of limited rele-
vance and depth to foster the breadth and size of
improvement needed. As the focus on the burden
of CHD outside of high income countries
increases, the limitations of this evidence in
terms of relevance and responsiveness will be
increasingly glaring.

The findings from the qualitative evidence
presented suggest that moves in health systems
towards provision that is more oriented and
responsive to patients’ preferences, needs and
experiences are well justified. Across all the clin-
ical areas discussed, the patient care needs and
trends noted by the qualitative research are often
surprisingly pivotal but have far reaching impli-
cations for health-care access, ethics, and out-
comes. Interventions to promote better patient
experiences, care, and health outcomes should
systematically tap this qualitative evidence and
harness it in systems design and care
recommendations.

For clinical practice, qualitative research pro-
vides valuable and elusive insights into what
should be done to maximize the likelihood of
improved health outcomes. In the fields we have
discussed, seldom is information alone sufficient
to foster improvements in participation in health
services, improved self-care, or better decision-
making. Health practitioners and policy makers
could use the evidence provided by qualitative
research to creatively develop interventions that
better address the full range of individual factors
influencing behaviors in the context of the wider
social, geographical and cultural factors influenc-
ing outcomes. As exemplified by efforts to under-
stand women’s use of prevention services, these
attempts cannot be generic but must be adapted
to the distinctive needs of key vulnerable popula-
tions who experience adversity in risk and out-
comes. Qualitative research, as we have shown,
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can provide key insights into the nature and com-
plex processes through which various factors
influence outcomes in these vulnerable popula-
tions. For health professionals, useful and spe-
cific indications can be generated around various
dimensions of communication, service content/
design and the nature and range of determinants
of outcomes.

In terms of methods, it is apparent in relation
to cardiac conditions that qualitative research is
often most valuable when used in tandem with
quantitative methods. Whether building on the
trends in epidemiological patterns in health ser-
vices usage, explaining outcomes of past ran-
domized trials or informing the content of
interventions to be evaluated in future trials,
qualitative research and quantitative research into
cardiac conditions add value to each other. More
mixed method studies that incorporate both are to
be welcomed. Qualitative researchers should col-
laborate more with colleagues using quantitative
methods to fully incorporate qualitative research
into study designs.

Secondly, we urge the focus of these collabo-
rations on clinically useful and focused research.
Future qualitative studies should prioritize
explaining well-established but intractable pat-
terns in cardiac conditions, especially when these
occur in vulnerable populations. Studies that
explore illness experiences of cardiac conditions
at a very generic level in generic study popula-
tions should be avoided. These types of studies
do not respond to the public health burdens evi-
dent around access, self-care and decision-
making, or the tendency of these burdens to be
higher in vulnerable populations.

Those conducting qualitative research into
cardiac conditions are obliged to know the past
research in their area and ensure that their studies
build sufficiently on existing knowledge. Many
systematic reviews now exist that synthesize this
past research in key areas. All researchers—qual-
itative or quantitative—should be mindful that it
is not only inefficient, but also unethical, to
duplicate past research studies. Finally, and to
return to our starting point of this chapter, as car-
diac conditions involve a fusion of biological,
social and psychological factors, the promise of
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qualitative research to make future contributions
is immense. This will require new and exciting
collaborations that address difficult and challeng-
ing questions. What is evident thus far is that
quantitative research alone has not provided con-
vincing solutions to common but increasingly
crucial challenges around health services access,
self-care and difficult decisions. We urge
researchers everywhere to take up these chal-
lenges with renewed enthusiasm and see the con-
tributions that qualitative research can make.
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9.1 Introduction
The objective of this chapter is to critically evalu-
ate and present qualitative evidence for health
interventions in the domain of pain conditions.
There are a great number of different clinical pain
conditions, each with particular descriptions and
definitions. For instance, in the Classification of
Chronic Pain produced by the International
Association for the Study of Pain (IASP)
(Classification of Chronic Pain, 2nd Ed., 1994)
there are a couple of hundred pain syndromes
described. Pain syndromes can be classified along
different dimensions, such as (1) body region
(low back pain, cervical pain), (2) organ system
(e.g., musculoskeletal system, nervous system),
(3) temporal characteristics (continuous, recur-
rent), (4) time since onset/duration (e.g., acute,
subacute, chronic), (5) etiology (e.g., trauma,
inflammatory, degenerative mechanical).

In regular clinical work, diseases are catego-
rized according to the WHO’s ICD-10 (WHO
1996) in which all internationally accepted dis-
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eases and injuries are listed. There is no specific
chapter addressing diseases or injuries catego-
rized according to the symptom pain, since the
structure is mainly based on organ systems.
However, diseases in which pain is the dominat-
ing symptom are, of course, listed. Examples of
such diseases are G43.1 Classic Migraine, M16.1
Primary Coxarthrosis, M51.1 Lumbar disc dis-
ease with radiculopathy, and M79.0 Fibromyalgia.
Also, there is a chapter with “Symptoms, Signs
and non-normal Clinical and Laboratory find-
ings” in which situations with pain as a symptom
are listed, e.g., Pain from abdomen and pelvis
(R10), Headache (R51), Pain not elsewhere clas-
sified with subheading Acute pain (R52.0),
Chronic therapy-resistant pain (R52.1), Other
chronic pain or ache (R52.2), and Pain or ache
not specified/generalized pain (R52.9).

In the WHO'’s other relevant classification, the
International  Classification of Functioning,
Disability and Health—ICF (WHO 2001), pain is
a subsection (b280-b289) of the component Body
functions. Pain has 17 categories, e.g., Generalized
pain (b2800) and Pain in body parts (b2001) with
five-digit subcategories for head and neck, chest,
stomach and abdomen, back, upper limb, lower
limb, joints, Pain in multiple body parts (b2802),
Radiating pain in a dermatome (i.e., skin area
innervated by a nerve root) (b2803) and Radiating
pain in a segment or region (b2804).

There is an essential difference between pain
in which the pain input nerve signals pass from,
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for example, an inflamed joint in an intact ner-
vous system (also termed nociceptive pain) and
pain caused by injured nerve fibers, for example,
compression of nerve root due to disc disease
(also termedneuropathic pain), as the therapy
strategies are different for these two types of
pain. An important pathophysiological mecha-
nism is based on the plasticity of the nervous sys-
tem. After long-lasting nociceptive input of pain
nerve signals, changes can occur in the central
nervous system, e.g., in a segment of the spinal
cord, reducing the normal pain inhibitory mecha-
nisms. The result can be that pain is perceived
more intensively than before this change
occurred—so-called pain sensitization (Kosek
et al. 1996). This influences the treatment strat-
egy. Furthermore, pain can be triggered, main-
tained, or exacerbated by psychological factors.
Different models have been proposed to
understand and explain disability and functioning
in pain. The biopsychosocial model, used by the
ICF (WHO 2001), attempts to achieve a synthesis
of the biological, individual, and social perspec-
tives on health in order to present a coherent view
of health and disability. Since pain, and particu-
larly long-term pain, is a complex and not fully
understood phenomenon, the biopsychosocial
model can be a suitable base for improving
knowledge. Qualitative methodology starts with
the perceptions of the individual and thus takes
into account the individual psychological and
social perspectives. Qualitative methods are suit-
able in areas where there is little or no knowl-
edge, and for exploring social phenomena as
experienced by individuals themselves (Lincoln
and Guba 1985). To increase the understanding
of pain and the consequences of pain, qualitative
research provides us with important elements
that complement other research methodology.
Evidence is a complex and debated issue when
it comes to qualitative research (Sandelowski
2004). Qualitative studies do not provide laws or
relationships that can be transferred from sam-
ples and applied to populations. Instead, qualita-
tive results can be tailored to unique individuals
in their special context (Miller 2010). The body
of qualitative knowledge is growing fast; reviews
and meta-synthesis of qualitative studies are
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becoming more common. As we will show in our
overview, there are in some areas consistent and
complementary data from several hundreds of
individuals with the same pain diagnosis. We
argue that these results should be viewed as qual-
itative evidence. In other areas in which the num-
bers of studies are few, those studies can alert us
to important aspects that need consideration.

To accomplish this summary of evidence, the
literature has been reviewed and consolidated.
The studies included comply in principle with the
standards for quality according to Popay et al.
(1998). The study methods are presented in the
tables after each section and are therefore not fur-
ther discussed in the text. The studies were iden-
tified by repeated searches in the database
PubMed during January to July 2013. The used
MeSH headings are presented in each chapter.
Studies were also identified from reference lists.

9.2 Patients’ Experiences
of Acute Pain and Acute

Pain Care

Only five qualitative studies on acute pain were
found and all deal with aspects of acute pain
other than those addressed in the huge amount of
quantitative studies published about acute pain
conditions. MeSH headings used were: qualita-
tive research, qualitative methods, experience,
interviews, acute pain, care.

Two studies deal with problems related to
acute low back pain. The other qualitative studies
address aspects of stressors in acute whiplash-
related disorders, acute pain management of drug
users and experience following blunt trauma. In
many countries there are evidence-based clinical
guidelines for primary care of acute low back
pain (LBP), usually recommending restrictions
in image diagnostics at an early stage. However,
the general practitioners (GP) do not always
adhere to the evidence-based guidelines. This
problem is raised in a study with the aim to
explore the care expectations in patients who
came to see their GP for acute LBP (Hoffmann
et al. 2013). Most patients expected their GP to
refer them for an X-ray, particularly patients who
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felt that their pain was severe. Many patients
believed that an X-ray would enable the cause of
the pain to be determined. Patients felt that
X-rays played an important role in providing
reassurance as well as confirmation of their GP’s
diagnosis. Very few patients expected a physical
examination to be performed. There was varia-
tion among patients regarding the treatment they
expected from their GP. When asked about the
option of no treatment for LBP with the excep-
tion of analgesics, most believed in a biomechan-
ical approach of needing to find the problem and
fix it in a timely manner. There was no expressed
dissatisfaction with GP treatment. Patients’
expectations about diagnostic investigations had
been influenced by family, friends and/or other
health professionals particularly osteopaths and
chiropractors. Most patient expectations were
incongruent with guideline recommendations.

Patients’ low recovery expectations are held to
be a core predictor of poor outcome in people
with non-chronic nonspecific low back pain
(NSLBP) (Iles et al. 2012). It is interesting to
extend the understanding of recovery expecta-
tions to general activity limitations in order to
understand their influence on the progression
from non-chronic to chronic NSLBP. When an
individual reports a low expectation of recovery,
it is not known what factors are considered to
arrive at that conclusion. With this background,
the aim of a study was to gain a deeper under-
standing of low recovery expectations, to explore
how people determine their own recovery expec-
tation during an episode of non-chronic NSLBP
(Iles et al. 2012). The formation of the patients’
recovery expectations was dependent on their
unique appraisal of their (1) pain, (2) how the
condition had progressed, (3) the limitation of
their performance of activities, and (4) the impact
of different aspects of treatment. The authors rec-
ommend that health professionals should explore
the patient’s perception of these factors as part of
a tailored intervention to prevent non-chronic
NSLBP from progressing to chronic NSLBP.

In another study the aims were to describe the
most stressful daily situation or event reported by
individuals with acute whiplash associated disor-
der (WAD) grade I-III and to describe the mean-
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ing and significance of these daily stressors
(Bring et al. 2012). Thirteen categories emerged:
domestic and family-related activities, leisure,
social activities, occupation, self-care, sleeping
behavior, physical symptoms (not related to any
activity), general functional activity, weather,
contact with authorities, feelings/cognitions,
driving/traffic-related stressors, multiple stress-
ors. The most common stressor categories
reported were occupation and physical symp-
toms. The most disabling stressors were occupa-
tion and physical symptoms. In conclusion the
results show that individuals with acute WAD
report stressors from a variety of areas in every-
day life.

Adolescent injuries, frequently the result of
blunt trauma due to motor vehicle accidents, are
a major cause of adolescent pain, disability and
mortality in the USA. Nonfatal injuries account
for approximately 20 % of all emergency depart-
ment visits per year in the USA (Crandall et al.
2007). The purpose was to explore the experience
of pain as perceived by adolescents following
blunt trauma injury (Crandall et al. 2007).
Adolescents’ behavioral and cognitive actions
(i.e., “internal control”) to manage and endure
pain were influenced by their pain perceptions,
physical losses, and clinicians’ actions.
Adolescents’ perceived potential losses included
their potential loss of life, a pain-free life, vision,
mobility, body image, and lifestyle. Potential or
actual losses of others included friends and fam-
ily members who were involved in the accident.

Approximately 11 % of all emergency admis-
sions are likely to include drug users, mainly
injecting drug users. Drug users present unique
challenges in acute settings with pain manage-
ment noted to be at best suboptimal, at worst non-
existent. With this background, a study of the
perceptions and strategies of drug users and
nurses with regard to pain management in acute
care settings was carried out (McCreaddie et al.
2010). The results indicate that the nurses and
drug users struggle with “moral relativism” when
addressing the issue of pain management in the
acute care setting. Drug users’ individual
sensitivities, anxieties and perceived stigma in
conjunction with opioid-induced hyperalgesia
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complicated the process. Nurses’ and hospitals’
organizational routines challenged drug users’
rituals and vice versa leading both protagonists to
become disaffected. Consequently therapeutic
effectiveness was compromised.

9.2.1 Conclusion from Patients’
Experiences of Acute Pain

and Acute Pain Care

There is a scarcity of qualitative research about
acute pain conditions, as well as about acute
whiplash-related pain and other neck pain condi-
tions. The few studies presented cannot provide
evidence, but they do give examples of important
areas to be addressed. The informants’ expecta-
tions about diagnostic investigations, treatment
options in different acute settings and acute pain
management were incongruent with current
guidelines. Also, recovery expectations from
acute LBP, which are of great importance for the
prognosis, were dependent on the individual’s
unique appraisal. Taken together, this emphasizes
the importance of accurate individually adapted
information to patients with acute pain. It is rec-
ommended that more qualitative research is done
in the field of acute pain, e.g., not only in unspe-
cific but also specific spinal pain conditions and
in the prevalent hip, knee, and thumb joint osteo-
arthritis and, in addition, that the effectiveness of
giving general information to inhabitants about
the scientific basis behind clinical guidelines is
further developed [See Table 9.1]

9.3  Patients’ Experiences
of Living with and Managing

Long-Term Pain

The objective of this section is to critically evalu-
ate and present qualitative evidence for how
patients with long-term pain, in general and in
different conditions, experience living with and
managing long-term pain. MeSH headings used
were: qualitative research, qualitative methods,
experience, interviews, chronic pain, long-term
pain, fibromyalgia, low-back pain, back pain,
neck pain, WAD.
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Table 9.1 Description of included studies for experi-
ences of acute pain and pain care

Study Data collection Data analysis
Hoffmann Semi-structured Analysis by
etal. (2013) |interviews with 11 descriptive

patients (10 F, 1 M)
with acute LBP

phenomenology

Iles et al. In-depth interviews | Analysis by
(2012) with 13 patients at coding and
emergency constant
department (6 F, 7 comparison
M) with low back method
pain
Bring et al. 51 persons (35 F, 16 | Content
(2012) M) who had visited | analysis
an emergency ward
after an accident
with acute WAD
answered open-
ended questions
Crandall Semi-structured Grounded
etal. (2007) | interviews and Theory
review of medical
records from 13
adolescents (6 F, 7
M) referred to an
pediatric adolescent
trauma center
following blunt
trauma
McCreaddie | Individual Grounded
etal. (2010) |interviews with 11 Theory

drug users and
focus-group
interviews with 22
nurses and
recovering drug
users

One of the most frequently explored areas
within qualitative research of pain is that of
patients’ experiences of living with and manag-
ing long-term pain. Numerous interview studies
report about patients with fibromyalgia (FM) and
chronic low-back pain (CLBP). There are also
studies describing living with other pain condi-
tions. The studies can provide us with an exten-
sive in-depth understanding of what it is like to
live with long-term pain. The experiences include
symptoms, loss of identity, problems with legiti-
macy (issues of social and moral legitimacy (Sim
and Madden 2008)), process of reevaluation of
life and strategies used to cope with pain and its
consequences. Those different aspects will be
described for each diagnosis presented below.
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Miles et al. (2005) have presented a model
where the basic problem for people with long-
term pain is defined as the constraint to body,
activity and identity pain entails when trying to
live a normal life, and how this challenge is per-
ceived and met. Bodily constraint is defined as
fundamental; it affects the individual’s relation-
ship to their body and their environment, what
the person can do (activity) and who the person
can be (identity). The study identified four ways
to respond to the constraint. (1) Assimilation; the
person maintained the pre-pain way of life by
minor lifestyle changes and/or accepting help
from others. (2) Accommodation; the person
acknowledged and accepted that certain things
could no longer be done as before and adapted
their normal life to the new conditions. (3)
Subversion; the person did not accept the con-
straint imposed by pain or help from others. The
person concentrated on keeping up the appear-
ance of life as much like the pre-pain life as pos-
sible, resulting in major restrictions in identity
and activity. (4) Confrontation; the person con-
centrated on doing as much as possible, regard-
less of pain.

Models like this can help to understand differ-
ent ways of coping with pain and associated
symptoms, and when treatment or rehabilitation
is to be planned, the model can be supportive in
clarifying each individual’s need of support. The
model is used in the description of the diagnoses
below.

9.3.1 Chronic Pain

The general experience of living and coping with
chronic pain has been explored, 10 studies of a
total of 140 persons suffering from chronic pain
are presented in this overview. In these studies
chronic pain was defined as pain persisting for at
least 6 months, and included a variety of
diagnoses.

Pain as the main symptom was described as an
invisible, unpredictable condition, hard to com-
municate and hard to receive recognition for
from others (Clarke and Iphofen 2008; Dow et al.
2012; Lavie-Ajayi et al. 2012; Zander et al.
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2013). The bodily experience of pain was
overwhelming and dominant. It was always in
the body and in the mind, with distress and dis-
traction, causing sleep disorders and fatigue
(Clarke and Iphofen 2008; Zander et al. 2013).
The changes of intensity and impact were dra-
matic and hard to anticipate, making pain diffi-
cult to adapt to (Lavie-Ajayi et al. 2012).

The informants’ identity was severely affected.
They described how pain ruined their lives. The
pain forced the suffering person to limit and
change all aspects of life, all functions and at
every level. The pain made the sufferer depen-
dent on others and often caused problems in rela-
tions, from family life to work (Lavie-Ajayi et al.
2012; Zander et al. 2013). When the experience
of pain and its consequences was questioned by
people who were supposed to provide support,
the informants started to doubt their own experi-
ences and bodily sensations (Lavie-Ajayi et al.
2012).

The need to constantly explain and legitimize
limitations related to pain was frustrating and
never-ending; it seemed as if family, friends and
colleagues did not believe or forgot about the
problem (Clarke and Iphofen 2008; Dow et al.
2012; Lavie-Ajayi et al. 2012). When the symp-
toms could not be explained, the informants felt
that the health professionals viewed them as dif-
ficult patients and that the pain was all in their
minds (Clarke and Iphofen 2008; Dow et al.
2012). Physicians were viewed as suspicious,
disrespectful and as accusing people with pain of
malingering (Lavie-Ajayi et al. 2012; Werner and
Malterud 2003).

Life often had to be reevaluated. Lack of
explanation added to fears and concerns and also
to the belief that hope for a cure was an unrealis-
tic expectation. Some felt that without a clear
cause their pain became labeled as a “psycho-
logical condition,” and this questioned their mor-
als and integrity (Clarke and Iphofen 2008; Dow
et al. 2012; Werner and Malterud 2003). Those
who found a health professional who listened,
responded sympathetically and explained both
the physical and psychological mechanisms of
chronic pain found this to be of great help (Dow
et al. 2012; Werner and Malterud 2003).



128

Strategies used for accommodating the con-
straint of pain are described in a study exploring
the meaning of resilience for people with chronic
pain. Four themes were identified which describe
important strategies used for managing life (West
et al. 2012a, b).

1. Recognizing individual strength, by not giv-
ing in, developing tolerance to pain, under-
stand how to manage pain, just getting on with
it and gaining strength from past experiences.

2. Looking for the positive aspects of life, by
learning to see the funny side of things, look-
ing for the best in things, remembering it
could be worse and expecting things to
improve.

3. Accepting the pain by thinking along the lines
of “the pain doesn’t stop so learn to live with
it,” learning to accept the pain as part of who
you are and fighting to be strong and live up to
expectations.

4. Learning to accept help, by helping others to
help you, learning to ask for help and gaining
strength from partners and friends.

Resilient persons were found to be more likely
to adopt adaptive strategies and to believe that
they can control their life and their pain and see
the possible benefits and positive aspects of the
situation (West et al. 2012b). Other strategies
used to accommodate to pain were; taking into
account the signals from the body when planning
daily life (Damsgard et al. 2011), learning to
understand the meaning of the signals by, over
time and trial-and-error, finding trust in the body
and seeking an explanation for the pain, in which
getting a diagnosis was an important part. In a
study of Iraqi women living in Sweden (Zander
et al. 2013), strategies that mainly resist the con-
straint of pain (Miles et al. 2005) are described.
The strategies used were trust and faith in God’s
ability to cure and that, with God’s will, hoping
that a physician or specialist might find the cause
of the pain and a treatment. When no help was
found, the search for a cure continued: for the
right specialist: for regaining control with a trust-
worthy diagnosis; for the right treatment.
Strategies used in daily life for relieving pain
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were: taking medication; avoiding physical activ-
ity; rest; keeping warm; using technical aids.
Praying gave comfort and helped in keeping the
spirits up. Spending time with family enhanced
well-being, gave a sense of calm and could dis-
tract attention from the pain (Zander et al. 2013)
[See Table 9.2]

9.3.2 Fibromyalgia

A metasynthesis of illness experiences among
patients with fibromyalgia syndrome (FM) (Sim
and Madden 2008) from 2008 included 23 quali-
tative reports exploring the area. Since then,
additional studies have been published. Below
follows an overview of the findings in the meta-
synthesis complemented with later publications
including more than 500 informants with FM
from 32 studies:

FM is described as unpredictable, invisible,
and incapacitating (Hellstrom et al. 1999; Juuso
et al. 2011). Pain was the most important symp-
tom, specific and at the same time diffuse
(Hallberg and Carlsson 2000; Soderberg et al.
2002; Sturge-Jacobs 2002), both constant and
varying (Cunningham and Jillings 2006) and dif-
ficult to describe as a single quality. The pain
was invisible, difficult to explain (Hellstrom
et al. 1999), and challenging for others to under-
stand (Paulson et al. 2002). Although pain is the
main symptom, some experienced fatigue as
being the most debilitating (Arnold et al. 2008;
Humphrey et al. 2010; Sturge-Jacobs 2002;
Theadom and Cropley 2010). Personal relation-
ships and participating in daily activities were
constantly negatively affected by fatigue and
lack of strength (Soderberg et al. 2002; Sturge-
Jacobs 2002). Psychological problems like
depression and cognitive impairments were
reported. It was reported that depression was
caused by the impact of other symptoms and los-
ing control of life in general (Arnold et al. 2008;
Cudney et al. 2002). Cognitive difficulties such
as limitations concerning problem solving and
abstract thinking (Paulson et al. 2002; Sturge-
Jacobs 2002) were common and affected work-
ing capacity.
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Table 9.2 Description of included studies for experiences of living and coping with long-term pain, chronic pain

Study
Clarke and Iphofen (2008)

Data collection

Damsgard et al. (2011)
with chronic pain

Dow et al. (2012)
Lavie-Ajayi et al. (2012)
Miles et al. (2005)

pain diagnoses
Werner and Malterud (2003)

West et al. (2012a)
pain diagnoses

West et al. (2012b)

Zander et al. (2013)

Low-structured interviews combined with
diaries (n=_8) with various pain diagnoses
Semi-structured interviews (n=10, 5 F, 5 M)

In-depth interviews (n=30, 17 F, 13 M) with
various pain diagnoses

Narrative interviews (n=6, 4 F, 2 M) with
various pain diagnoses

Interviews (n=29, 20 F, 9 M) with various

In-depth interviews with 10 women with
various pain diagnoses

In-depth interviews (n=10) with various

In-depth interviews (n=9) with partners of
an individual with chronic pain

Interviews (n=11 F) with various pain

Data analysis

Interpretative phenomenology
according to Heidegger
Thematic analysis according to
Malterud

Qualitative thematic analysis

Interpretative phenomenology
analysis

Grounded Theory

Analysis according to the
principles of Giorgi’s
phenomenological analysis
Thematic analysis by an
interpretive analytic approach

Thematic analysis by an
interpretive analytic approach

Grounded Theory

diagnoses, born in Iraq and living in Sweden

Informants described how they had to reorga-
nize their identity according to the illness
(Hellstrom et al. 1999). It was no longer possible
to rely on the body as it used to be (Juuso et al.
2011; Lempp et al. 2009). Pain and fatigue dis-
rupted the ongoing involvement by making the
body the focus of attention, the body was per-
ceived as an obstacle or a burden that served as a
barrier to everyday life (McMahon et al. 2012;
Soderberg et al. 2002). Leisure activities like
sports, camping and traveling were given up. The
difficulties to participate in social activities
resulted in difficulties to maintain friends or meet
new friends. Time with family had to be reduced,
some reported difficulties in caring for children
and roles within the family had to be changed
(Arnold et al. 2008; Rodham et al. 2010).
Unemployment or reduced working hours are
common results of FM, which affects psycho-
logical well-being negatively with loss of profes-
sional identity, sense of achievement, and purpose
in life (Arnold et al. 2008; Liedberg and
Henriksson 2002).

The lack of clear signs of illness or sometimes
disability caused problems with moral and social
legitimacy (Hallberg and Carlsson 1998;
Henriksson 1995a; Rodham et al. 2010). There

was a discrepancy between how persons with FM
look and how they felt/what activities they were
able to manage (Cunningham and Jillings 2006;
Hallberg and Carlsson 2000; Soderberg et al.
1999). They struggled to maintain credibility
when met with disbelief or doubt from others,
and others’ perception that FM is psychological
(and thus not legitimate) (Juuso et al. 2011;
Rodham et al. 2010).

People with FM described how they have
been forced to change their way of living regard-
ing family, social relationships, employment, and
leisure time (Cudney et al. 2002; Gustafsson
et al. 2004; Hallberg and Carlsson 1998;
Henriksson 1995a, b; Lachapelle et al. 2008;
Liedberg and Henriksson 2002; Léfgren et al.
2006; Mengshoel and Heggen 2004; Soderberg
and Lundman 2001). In order to maintain some
balance in life, these changes lead to a life with
restrictions or careful planning in family life,
employment, and social contacts (Cunningham
and Jillings 2006; Henriksson 1995a, b; Liedberg
and Henriksson 2002).

Acceptance was a help to reevaluate life with
long-term pain (Lofgren et al. 2006; Miles et al.
2005). Acceptance in FM was described as a pro-
cess of realization and acknowledgement
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(Lachapelle et al. 2008). Factors that were found
to promote acceptance were: getting a diagnosis;
social support; educating self and others; and self-
care. Barriers to acceptance were: struggling to
retain their pre-pain identity; others not accepting
their pain; and the unspoken message that the pain
was “all in their head” (Lachapelle et al. 2008).

According to the model of Miles, Curran and
Allan (Miles et al. 2005) people with FM use dif-
ferent strategies to accommodate or resist the
constraints on the body, activity and identity.
Several authors have described how important it
was for the ability to use successful strategies
that the individual had acknowledged the changed
life-situation, was able to “listen to one’s body,”
was knowledgeable about FM and had accepted
losses from the illness (Lofgren et al. 2006;
Mengshoel and Heggen 2004; Schaefer 1997;
Sim and Madden 2008; Sturge-Jacobs 2002).
Examples of accommodating strategies included
seeking  information/being  knowledgeable
(Lofgren et al. 2006; Raymond and Brown 2000;
Soderberg et al. 1999), positive thinking (Cudney
et al. 2002; Lofgren et al. 2006) and finding dis-
traction in pleasurable activities (Hallberg and
Carlsson 1998; Juuso et al. 2011; Paulson et al.
2002; Schaefer 1997). Taking care of the body,
pacing or restricting daily activity, working part-
time (Cudney et al. 2002; Cunningham and
Jillings 2006; Hallberg and Carlsson 2000;
Henriksson 1995b; Kengen Traska et al. 2012;
Lofgren et al. 2006; Mannerkorpi et al. 1999),
being physically active (Gustafsson et al. 2004;
Mannerkorpi et al. 1999) and carefully prioritiz-
ing, planning, and structuring activities and daily
routines (Hallberg and Carlsson 1998; Kengen
Traska et al. 2012; Léfgren et al. 2006; Raymond
and Brown 2000; Schaefer 1997) were all impor-
tant for accommodation. Strategies used to resist
included ignoring pain (Gustafsson et al. 2004;
Hallberg and Carlsson 2000; Mannerkorpi et al.
1999), giving up social activities and interests,
avoiding physical activity and resting most of the
day. The informants were somewhat uncertain of
their ability to participate and therefore avoided
planning any activities ahead of time (Hallberg
and Carlsson 2000; Mannerkorpi et al. 1999)
[See Table 9.3]
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9.3.3 Chronic Low Back Pain (CLBP)

A qualitative synthesis from 2013 explored the
experience of living with low-back pain (Bunzli
et al. 2013). Twenty-five articles were included in
the synthesis, which addressed similar areas as
the earlier described metasynthesis of experi-
ences of patients with FM (Sim and Madden
2008). An overview of the results of the synthesis
(Bunzli et al. 2013) complemented with later
studies, and including more than 240 informants
with CLBP, is presented below.

The CLBP pain was described as constantly
present, salient and with unpredictable variations
in intensity with an ability to disrupt every activ-
ity of daily living (Osborn and Smith 2006).
Mobility limitations are commonly described,
such as in standing and walking. The pain dis-
turbed sleep; informants suffered sleep depriva-
tion (de Souza and Frank 2007) and tiredness.
The uncertainty imposed by the fluctuations in
pain made it difficult to plan daily activities and
for the future at work and with the family; simple
tasks such as dressing or housekeeping became a
strain and leisure activities had to be reduced or
given up (Corbett et al. 2007; Crowe et al. 2010;
de Souza and Frank 2007; Snelgrove and Liossi
2009; Young et al. 2011).

Since the pain is invisible, the experience of
not being believed by health care professionals,
friends, family, or colleagues was a major prob-
lem (Slade et al. 2009b; Snelgrove and Liossi
2009; Toye and Barker 2010). The stigmatization
of CLBP was described, such as the picture in the
media of people with CLBP as fraudulent and
how society views people with CLBP as burdens
(Holloway et al. 2007; Slade et al. 2009b). To
receive support from the family, the workplace
and the welfare system, it was important that the
pain could be explained from a biomedical per-
spective (May et al. 2000; Snelgrove and Liossi
2009; Toye and Barker 2010; Walker et al. 1999).
Psychological explanations were experienced as
if integrity was being questioned (May et al.
2000; Slade et al. 2009b; Walker et al. 1999;
Young et al. 2011). The informants needed to
establish themselves as credible persons (May
et al. 2000; Snelgrove and Liossi 2009; Toye and
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infibromyalgia

Study
Arnold et al. (2008)

Cudney et al. (2002)
Cunningham and Jillings (2006)
Gustafsson et al. (2004)

Hallberg and Carlsson (1998)
Hallberg and Carlsson (2000)
Hellstrom et al. (1999)

Henriksson (1995a, b)

Humphrey et al. (2010)

Juuso et al. (2011)

Kengen Traska et al. (2012)
Lachapelle et al. (2008)

Lempp et al. (2009)
Liedberg and Henriksson (2002)
Lofgren et al. (2006)

Mannerkorpi et al. (1999)

Mengshoel and Heggen (2004)
Paulson et al. (2002)

Raymond and Brown (2000)
Rodham et al. (2010)
Schaefer (1995)

Schaefer (1997)

Sim and Madden (2008)
Sturge-Jacobs (2002)

Soderberg and Lundman (2001)
Soderberg et al. (2002)

Soderberg et al. (1999)
Theadom and Cropley (2010)

Undeland and Malterud (2007)

Data collection

Six focus-groups with in total 48 F with
FM

On-line conversations of 10 FM (F) from
a computer support group were recorded

In-depth interviews with 8§ FM
(7F, 1 M)

Semi-structured interviews with 16 F,
10 chronic widespread pain and 6 FM

In-depth interviews with 22 FM (F)
In-depth interviews with 22 FM (F)
Interviews with 10 FM (9 F 1 M)

Semi-structured interviews with
40 FM (F)

Interviews with 40 FM (28 F, 12 M),
20 from the USA, 10 from Germany,
and 10 from France

Interviews with 15 FM (F)

A focus group interview with 8 FM (F)
Focus groups with women with FM and
RA (n=45)

Interviews with 12 FM (11 F, 1 M)
Interviews with 39 FM (F)

Diaries, focus groups and individual
interviews with 12 FM (F)

Qualitative interviews 11 FM (F), each
informant was interviewed twice

Interviews with 5 FM (F)
Narrative interviews with 14 FM (M)

Semi-structured interviews with 7 FM
(6F1M)

Semi-structured interviews with 4 FM
(F) and 4 spouses (M)

Interviews with 36 FM (F)

Diaries from 8 FM (F) written daily for
3 months

Review including 23 studies
Interviews with 9 FM (F)

Interviews with 25 FM (F)
Narrative interviews with 25 FM (F)

Interviews with 14 FM (F)

Semi-structured interviews with 16
(14 F, 2 M) with FM

Qualitative focus groups with
11 FM (F)

Data analysis

Analysis according to principles of
Glaser and Strauss

Content analysis

Constant comparative method
according to Glaser and Strauss

Constant comparative method
according to Glaser and Strauss

Grounded Theory
Grounded Theory

Empirical phenomenological
psychological method according to
Karlsson

Content analysis

Qualitative analysis based on
Grounded Theory

Phenomenological hermeneutic
interpretation

Content analysis

Thematic analyses according to
Braun and Clarke

Content analysis
Content analysis

Content analysis of dairies,
Grounded Theory of total data

Phenomenological method according
to Karlsson

Qualitative thematic content analyses

Phenomenological hermeneutic
interpretation inspired by Ricoeur

Thematic analysis

Interpretative phenomenological
analysis

Constant comparative method
according to Glaser and Strauss

Thematic analysis

Synthesis of 23 studies with persons
with FM

Phenomenological thematic analysis
according to van Manen

Content analysis

Phenomenological hermeneutic
method inspired by Ricoeur
Phenomenological analysis
Interpretative phenomenological
analysis

A systematic text condensation with
the aim to generalize descriptions
and concepts
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Barker 2010), justify that their pain was real
(May et al. 2000; Walker et al. 1999) and appear
ill or disabled enough in order to avoid being
viewed as an imposter (Bowman 1991; Holloway
et al. 2007; Toye and Barker 2010; Walker et al.
1999, 2006).

When a satisfactory explanation was not at
hand, many informants felt at risk of not being
believed (Bowman 1991; Holloway et al. 2007;
Snelgrove and Liossi 2009; Toye and Barker
2010; Walker et al. 1999; Young et al. 2011), the
hope for a cure was shaken and anxiety about the
future increased (Corbett et al. 2007; Snelgrove
and Liossi 2009; Young et al. 2011). The infor-
mants often described anger and frustration
towards health professionals who failed to
explain and cure the pain (Corbett et al. 2007;
Snelgrove and Liossi 2009; Toye and Barker
2010; Walker et al. 2006). Still, many individuals
hoped for medical advances and that their pain
would be resolved in the future.

The pain had a major negative impact on the
sufferers’ identity and sense of self, and was
described as an assault on the self (Smith and
Osborn 2007). Due to limitations imposed by
the pain, roles had to be changed within the
family (Bowman 1991; Corbett et al. 2007; de
Souza and Frank 2011; Holloway et al. 2007;
Snelgrove and Liossi 2009; Walker et al. 2006).
Dependency on others could lead to feelings of
helplessness (de Souza and Frank 2007, 2011;
Walker et al. 2006), and the conjugal relation-
ship was at risk of strain and breakdown (Walker
et al. 2006). There was a gap between the past
ideal self and the present perceived self, which
could lead to feelings of shame and self-loath-
ing (Osborn and Smith 2006; Snelgrove and
Liossi 2009; Walker et al. 2006). The informants
did, on the other hand, also acknowledge the
need to learn to live with the pain (Bowman
1991; Corbett et al. 2007; Toye and Barker
2010). Learning to live with pain facilitated a
turning point from despair to hope for the future
(Corbett et al. 2007).

Strategies were described that accommo-
dated or resisted the constraint imposed by the
nature of low-back pain. Strategies commonly
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used to resist and control pain were hyper vigi-
lance to painful or threatening movements
(Bowman 1991; Crowe et al. 2010; Osborn and
Smith 2006), avoiding or restricting activity
(Corbett et al. 2007; de Souza and Frank 2007;
Young et al. 2011) and taking medication.
Strategies used to control the “assault on the
self” (Smith and Osborn 2007) were avoidance
and withdrawal from social contacts, although
this led to isolation and feelings of depression
(de Souza and Frank 2011; Holloway et al.
2007; Walker et al. 2006). Another strategy was
to exceed the perceived functional capability
attempting to fight back against the pain (Corbett
et al. 2007; de Souza and Frank 2011; Osborn
and Smith 2006). Strategies used to accommo-
date to the constraint from pain were trying to
live with pain (Bowman 1991; Corbett et al.
2007; Toye and Barker 2010) and making an
analysis of risk and benefit when deciding
whether to engage in an activity or not (Young
etal. 2011) [See Table 9.4]

9.3.4 Chronic Whiplash Associated
Disorder (Chronic WAD)

The experience of living with chronic WAD is
described in two studies. People with WAD
describe three major groups of symptoms that
affect their daily life: cephalic and cervical pain,
sensory hypersensitivity and cognitive dysfunc-
tion (Krohne and Ihlebaek 2010). The pain is
described as intolerable, fluctuating and periodi-
cally constant day and night causing sleeping
problems. The pain is described as resulting in
limited physical function in the neck and shoul-
ders (Krohne andIhlebaek 2010). Hypersensitivity
to light and sounds, reduced eyesight and hearing
caused major problems in daily life activities.
Cognitive dysfunction was perceived as a pain
trigger and a barrier to participation in social life
and employment (Krohne and Ihlebaek 2010).
Everyday life was divided into good periods
when symptoms were manageable and into bad
periods, when the symptoms took control of life
and could lead to anger, frustration and depres-
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Table 9.4 Description of included studies for experiences of living with and managing long-term pain in chronic low

back pain (CLBP)

Study
Bunzli et al. (2013)

Osborn and Smith (2006),

Smith and Osborn (2007)
de Souza and Frank (2007),

de Souza and Frank (2011)
Corbett et al. (2007)

Crowe et al. (2010)
Snelgrove and Liossi (2009)

Young et al. (2011)

Slade et al. (2009a, b)

Toye and Barker (2010)

Holloway et al. (2007)
May et al. (2000)
Walker et al. (1999)

Bowman (1991)
Walker et al. (2006)

Data collection

Review including 25 studies

Semi-structured interviews with 6
CLBP 2F 4 M)

Unstructured interviews with 11
CLBP (6 F 5 M)

Narrative interviews with 6 CLBP
(BE3M)

Semi-structured interviews with
64 CLBP (31 F, 33 M)

Narrative interviews with 8 CLBP
(5F3M)

Focus group interviews with 31
CLBP (14F, 17 M)

Focus group interviews with 18
CLBP (12 F, 6 M)

Interviews with 20 CLBP (13 F,

7 M) every person was interviewed
3 times

In-depth interviews with 18 CLBP
(6 F 12 M)

Semi-structured interviews with 12
CLBP (6 F, 6 M)

Interviews with 20 CLBP (8 F, 12
M)

Interviews with 15 CLBP (6 F, 9 M)
Interviews with 20 CLBP

(8 F 12 M)

Data analysis

Synthesis of 25 studies with
persons with low back pain

Interpretative phenomenological
analysis (IPA)
Content analysis

Thematic analysis

Thematic analysis according to
Boyatzis

Interpretative phenomenological
analysis (IPA)

Thematic analysis with the
International Classification of
Function as a frame

Grounded theory

Grounded theory

Thematic analysis
Content analysis

Analysis according to Kvale
and Giorgi
Analysis according to Giorgi

Thematic analysis

sion (Krohne and Ihleback 2010). People with
WAD describe how their whole life situation is
negatively affected by the pain on account of
impaired physical function together with
decreased participation in social and leisure
activities (Rydstad et al. 2010).

The informants described experiences of how
whiplash patients were left on their own and
ignored by the medical expertise (Krohne and
Thlebaek 2010). Other experiences described
were that family and friends got tired of them if
they described their problems and that employ-
ers, physicians and social security officers made
demands on them, which they had problems ful-
filling. This led them to question themselves
(Rydstad et al. 2010). The life situation for per-

sons with long-term WAD is described as chaos
in life (Rydstad et al. 2010), with loss of hope and
dreams, loss of ability, loss of social roles and
feelings of being abandoned by those around
them. Rehabilitation could help them to change
their self-image and start a process of accepting
the consequences of WAD.

Examples of accommodating strategies devel-
oped on their own by the informants with WAD
were described as a process of trial and error as
they received no help from the health care ser-
vices (Krohne and Thlebaek 2010). They lowered
their level of activities, kept to the training
scheme and tried to find a balance in life. Rest in
calm surroundings was described as one of the
most important strategies; it was used to prepare
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for events and to regain control over pain after
social, mental or physical activities. Exercise was
also important, often practiced on an everyday
basis. Those who had found a training method
with good results used it as “self-medication”
instead of painkillers. Regularity, intensity and
tempo were important for the desired effect.
Social withdrawal was used both in order to pro-
vide time to rest and for exercise, but also as a
means to avoid pain triggers and maintain good
periods (Krohne and Ihlebaek 2010) [Please refer
to Table 9.5]

9.3.5 Long-Term Neck Pain

Two studies about the experience of living with
long-term neck pain without traumatic injury are
included. They are both from primary care set-
tings in Scandinavia.

People with long-term neck pain without trau-
matic injury described the pain as constant but
unpredictably varying from dull to moderate,
they also described stiffness, headache, vertigo
and numbness in their arms (Ahlsen et al. 2012b;
Hunhammar et al. 2009). The physical, psycho-
logical and social effects of pain disrupted their
lives with varying consequences regarding physi-
cal capacity in both private and occupational set-
tings. The search for the control of pain required
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time and the prioritization of one’s own health
(Hunhammar et al. 2009).

Strategies used were “Balancing the pain,”
including adjustments at home and at work like
doing a little at a time, accepting help, and adjust-
ing physical training. Informants who used those
strategies were mostly confident in their ability to
control their pain. “Concealing the pain”
described resisting strategies, such as avoidance
of letting others know about the pain (Hunhammar
et al. 2009). Excessive use of painkillers was
another described strategy, used to manage work
(Ahlsen et al. 2012b).

9.3.6 Conclusions from Evidence
in Patients’ Experiences
of Living with and Managing
Long-Term Pain

There is now an extensive number of qualitative
studies on FM and LBP including several
hundreds of patients, exploring different aspects
of living with and managing long-term pain.
There are fewer studies on chronic pain, but they
are still those including 140 patients and showing
similar patterns. The results from the different
studies of each diagnosis confirm and comple-
ment each other and provide evidence within the
areas studied.

Table 9.5 Description of included studies for experiences of living with and managing long-term pain chronic in

whiplash associated disorder and long-term neck-pain

Study
Chronic whiplash associated disorder
Krohne and Ihlebaek (2010)

Data collection

Rydstad et al. (2010)

Long-term neck-pain in primary care
Ahlsen et al. (2012a, b)

Hunhammar et al. (2009)

Focus group interviews
with 14 CWAD (8 F, 6 M)

Semi-structured interviews
with 9 CWAD (5 F 4 M)

Qualitative interviews with 10 men
with chronic neck pain

Thematic interviews with 12 persons

Data analysis

Systematic text condensation

with a modified version of Giorgi’s
phenomenological method
Analysis according to the
principles of the grounded theory
method of constant comparison

Narrative analysis

Grounded theory

(6 F, 6 M) with chronic neck pain
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There is a lack of qualitative research on
whiplash and on neck pain. These few studies
cannot yet be considered to provide evidence, but
they highlight and provide knowledge with
respect to important aspects. Below follows a
summary of the evidence:

What was in common for all long-term pain
diagnostic groups was that pain was invisible,
unpredictable, fluctuating, and hard to communi-
cate. Other symptoms differed: patients with FM
stressed fatigue and psychological symptoms,
whereas patients with LBP stressed mobility limi-
tations. In FM, LBP and chronic pain, legitimacy
was an important issue. The informants with
chronic pain experienced a lack of legitimacy;
support was lacking both from family and from
health professionals. When informants with FM
got their diagnosis, it was received with relief as
they felt they became credible again. But the diag-
nosis was also a stigma; they felt that they were
not believed or listened to. The informants with
LBP preferred the biomedical perspective on
diagnosis and treatment; psychological explana-
tions were experienced as if integrity was being
questioned. Anger and frustration was commonly
described in the meetings with health profession-
als. For informants with chronic pain the conse-
quences of pain limited and changed every aspect
of life, making pain difficult to adapt to. For FM
patients the body was the focus of attention and
was considered to be an obstacle, a burden or a
barrier to everyday life. LBP disrupted every
activity in daily life and mobility limitations were
common. Informants with chronic pain described
the need for appropriate coping strategies for
reevaluation of life and to enable pain accommo-
dation. Acceptance was a major help in reevaluat-
ing life in FM. Active strategies were an aid in
managing daily life. Informants with LBP used
strategies such as hypervigilance to painful move-
ments, avoidance, withdrawal, and medication
but also tried to live with the pain and assess risks
and benefits in choice of activities.

Important aspects to consider in relation to
WAD and neck-pain included: patients with
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WAD stressed hypersensitivity to light and
sounds, sleeping problems and cognitive dys-
function; patients with neck pain stressed stift-
ness, headache, vertigo and numbness in their
arms. The life situation of WAD patients was
described as chaos in life with a loss of hope and
dreams. In good periods, symptoms could be
manageable; in bad periods the symptoms con-
trolled life. Important strategies for WAD infor-
mants were to find a balance in life, rest in calm
surroundings and exercise. In order to manage
their work situation, informants with neck pain
described an excessive use of pain medication.
Other strategies in daily life were adjusting to
pain or concealing the pain.

It is recommended that further research of
long-term pain conditions is directed towards
WAD and other neck pain conditions. In regard
to FM and LBP, we suggest that clinicians strive
to include the recent qualitative results into their
clinical practice.

9.4 Patients’ Experiences
of Treatment

and Rehabilitation

Living with long-term pain often results in
numerous contacts with the health-care system;
long-term pain is one of the most common rea-
sons for a visit to primary care. The objective of
this section is to evaluate and present qualitative
evidence of patients’ experiences of treatment
and rehabilitation. Twenty-five studies with
nearly 370 participants dealing with this subject
were found. The most common diagnoses were
CLBP (n=104) and fibromyalgia (FM) (n=51),
many studies included a variety of different diag-
noses such as chronic widespread pain, fibromy-
algia, neck and shoulder pain, headache and pain
in hip or knee. The MeSH headings used were:
qualitative research, qualitative methods, experi-
ence, interviews, treatment, rehabilitation,
chronic pain, long-term pain, fibromyalgia, low-
back pain, back pain, neck pain.
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9.4.1 Diagnosis

For people suffering from long-term pain it often
take years until a final diagnosis is established.
When a diagnosis finally is made, contradictory
opinions about prognosis and treatment among
health professionals are common and this make
patients become irresolute and frustrated (Dewar
et al. 2009; Harding et al. 2005).

Receiving a diagnosis was felt to have legiti-
mized the pain and reduced the stigma perceived
because of the invisible pain (Dewar et al. 2009;
Undeland and Malterud 2007). The diagnosis
established the informants’ credibility towards
physicians, family, friends, employer, and
coworkers (Dewar et al. 2009), but there were
both positive and negative aspects. For example,
informants with FM described that to receive a
diagnosis was initially met with relief (Henriksson
1995a; Schaefer 1995) due to the belief that the
illness had been validated, that the individual had
become credible again (Soderberg et al. 1999)
and that the illness was not as serious as feared
(Henriksson 1995a; Mengshoel and Heggen
2004; Schaefer 1995). When the informants later
discovered limitations in treatment options,
respect, understanding, sadness, and despair
emerged (Undeland and Malterud 2007; Werner
et al. 2004; Werner and Malterud 2003). In the
longer term the diagnosis—based on mainly sub-
jective criteria—raised more questions than
answers, and uncertainty remained. Also, the sta-
tus of the diagnosis carried a stigma; the individ-
uals’ experiences were frequently dismissed or
belittled (McMahon et al. 2012).

Interaction with Health
Professionals

9.4.2

The informants wanted the professionals to be
well trained, professional, empathic, and atten-
tive. To have a supportive primary care physician
who provided sympathy, guidance, and discus-
sion about treatment options was described as
important for the pain management (Dewar et al.
2009; Escudero-Carratero et al. 2008; Lempp
et al. 2009; Liddle et al. 2007; Slade et al. 2009a;
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Werner et al. 2004). To be perceived as support-
ive, it was important that the health-care provider
was willing to listen to the patient, believed in
them and considered their perspective on discus-
sion about treatment decisions (Dewar et al.
2009; Slade et al. 2009a). A health care provider
who collaborated and shared decision making in
their care plan was preferred (Slade et al. 2009a).
Many described that their physician was support-
ive, but others described contrary experiences
with physicians who were dismissive, hurried
and who did not provide information, did not
make a proper examination or were hesitant to
take them into their care (Dewar et al. 2009;
Harding et al. 2005; Lempp et al. 2009; Liddle
et al. 2007; Slade et al. 2009a; Werner et al.
2004). When preparing for a visit to their physi-
cians, informants described how they made active
efforts to appear credible. They sent letters and
earlier medical records in beforehand, they
planned how to appear “not too healthy,” and they
suggested or even begged for medical investiga-
tions and referrals (Werner and Malterud 2003).
When a cause could not be found or the pain
could not be relieved with treatments tried, many
informants looked to alternative medicine. It
worked for some, while some experienced side
effects and the diminishment of positive effects
(Dewar et al. 2009; Harding et al. 2005). If
patients felt that the physician did not believe
them or that their complaints were not taken seri-
ously, this was a reason for dropping out from
pain treatment and rehabilitation. Dropouts were
more common in nonnative patients than in
native. One study has explored the reasons for
dropouts of Turkish or Moroccan origin with
CLBP in the Netherlands (Sloots et al. 2010).
The informants described how they had had other
expectations regarding the rehabilitation pro-
gram. They expected to be provided with a spe-
cific medical diagnosis and pain relief as the
primary aim of the rehabilitation. When no specific
somatic cause could be identified, they concluded
that the rehabilitation did not meet their objec-
tives. In Turkey, magnetic resonance imaging
(MRI) and referrals to a specialist are more com-
mon than in the Netherlands, which might explain
the participants’ expectations to some extent.
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The informants had often got a second opinion
from a physician in their country of origin, where
they often received a specific somatic diagnosis.
It was difficult for the informants to cope with
the, at times, contradicting views of the Dutch
physician and the physician in their country of
origin, which sometimes led them to drop out of
treatment. Contradicting views of the origin of
pain and aims of the treatments prevented suc-
cessful participation in pain rehabilitation (Sloots
et al. 2010).

9.4.3 Information

People with long-term pain want clear explana-
tions about diagnosis and treatment options.
They want supportive reassurance and advice
about pain management (Cooper et al. 2009;
Dewar et al. 2009; Slade et al. 2009a). The infor-
mants obtained information through different
sources. Support groups sometimes made it pos-
sible to meet experts and share ideas and experi-
ences with peers, although sometimes they were
described as “pity parties” (Dewar et al. 2009;
Slade et al. 2009a). In pain management pro-
grams, information was often provided in the
context of group discussions. These discussions
were often positively described by the infor-
mants; they felt connected and described it as
beneficial to be sharing experiences, information,
thoughts, and ideas with others in the same situa-
tion (Bremander et al. 2009; Gustafsson et al.
2004; Martensson and Dahlin-Ivanoff 2006;
Rydstad et al. 2010; Werner et al. 2004). When
the discussions supported the informants in
reflecting and relating to others, their self-
confidence rose and informants described how
they could set limits without having a bad con-
science (Gustafsson et al. 2004; Martensson and
Dahlin-Ivanoff 2006; Rydstad et al. 2010; Werner
et al. 2004). When informants with CLBP
received individually adapted explanations, they
were able to act and take control over their situa-
tion. Their life had been ruled by their CLBP and
after the intervention they experienced a restored
sense of direction in their life, as family members
and employees. They became responsible for
managing their illness and could control the pain
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with exercise (Angel et al. 2012). One study
exploring the experiences of a web-based inter-
vention illustrated how such interventions might
be useful as a motivator and for providing feed-
back. The informants felt that they could trust the
therapist, but also that the feedback sometimes
was impersonal or that they did not feel that they
were understood. The informants described how
the intervention helped them to become more
reflective about their thoughts and goals. They
learned and accepted how to live with chronic
pain and to do things despite their pain (Jelin
et al. 2012).

9.4.4 Patients’Involvement
and Responsibility

Initially a variety of treatment approaches were
often tried in frustrated attempts to get a “quick
fix” (Liddle et al. 2007). The most common treat-
ment strategy was pain medication and muscle
relaxants. When the informants’ symptoms per-
sisted despite medical treatment, they started to
question the treatment strategy and turned to
other options. Those who began to accept the
importance of their own involvement in their
rehabilitation seemed more satisfied and less
likely to search for a fast solution (Harding et al.
2005; Liddle et al. 2007).

Acceptance of pain and that they had to “live
with their pain” were controversial statements.
Informants often viewed these comments as an
excuse for not determining the cause or equated
them with physicians not trying to find a solution
(Dewar et al. 2009). For others, acceptance meant
that they had become more realistic, stopped to
search for relief and that they tried to learn to
endure pain (Dewar et al. 2009; Gustafsson et al.
2004; Rydstad et al. 2010; Van Huet et al. 2009).
Some informants described how they had gone
through a process of grieving over what they had
lost, moving on in their life, they acknowledged
that although pain persisted, life could be man-
aged (Van Huet et al. 2009).

For successful long-term pain treatment and
rehabilitation the person with long-term pain
needs to be involved and actively take part in the
treatments and planning. To become a part of a
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positive rehabilitation process it was of vital
importance that the person experienced that they
were being met with respect and recognition
(Gustafsson et al. 2004; Werner and Malterud
2003). When being involved in treatment and
rehabilitation, informants with different diagno-
ses described how their bodily, emotional and
social competence had increased as they started
to recognize and respect their own internal sig-
nals (Angel et al. 2012; Gustafsson et al. 2004;
Steihaug 2007; Werner and Malterud 2003;
Ohman et al. 2011). As informants took more
responsibility for their own rehabilitation the
need for individual, specific exercises and advice
about lifestyle adaptation became more impor-
tant (Angel et al. 2012; Cooper et al. 2009; Liddle
et al. 2007). When actively involved in their own
rehabilitation, informants described important
aspects such as awareness of how to manage
symptoms and accepting and staying within their
boundaries, as well as continuing to exercise for
informants with CLBP (Angel et al. 2012; Liddle
et al. 2007), with chronic pain (Gustafsson et al.
2004; Steihaug 2007, Ohman et al. 2011) and
with WAD (Rydstad et al. 2010).

9.4.5 Team Rehabilitation

Most people with long-term pain meet individual
health professionals or pain teams within primary
care for treatment or rehabilitation. Pain rehabili-
tation clinics with interdisciplinary working
teams are not very common and only relatively
few patients have access to this kind of specialist
care. A few studies have explored experiences of
this kind of rehabilitation (Ahlsen et al. 2012b;
Bremander et al. 2009; Gustafsson et al. 2004;
Rydstad et al. 2010).

The informants described how the health pro-
fessionals in the teams were knowledgeable
about, or even specialized in, long-term pain and
pain treatment and how this allowed them to feel
recognized and secure. The informants felt that
they were listened to and understood, it was pos-
sible to work with psychological aspects of the
pain without feeling that the pain was psycho-
logical or imaginary (Ahlsen et al. 2012a;
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Bremander et al. 2009). To participate in pain
rehabilitation at a rehabilitation clinic means
reaching treatment goals, but also that the reha-
bilitation is related to human needs such as reori-
entation, taking control over one’s life, rebuilding
one’s self-image, connecting with others and get-
ting comfort (Ahlsen et al. 2012a; Bremander
et al. 2009; Gustafsson et al. 2004; Rydstad et al.
2010). To many informants, participating in a
pain rehabilitation program (PRP) meant that
they became part of a process in which their feel-
ings towards themselves changed (Bremander
et al. 2009; Gustafsson et al. 2004; Rydstad et al.
2010; Van Huet et al. 2009). This can be described
as “A process from shame to respect,” where the-
oretical and practical knowledge of one’s body
served as a starting point for a new approach
towards oneself and the pain. The next step was
“Setting limits” by adjusting self-demands,
workload and telling others. The last step,
“Changing self-image” resulted in improved self-
image by changing from boundary to possibility,
letting pain rule one’s life to taking control over
pain and from focusing on satisfying others to
taking care of oneself (Gustafsson et al. 2004).
Even though most of the experiences described
were positive, the participants continued to strug-
gle with adapting to living with long-term pain
and suffering from their limitations from pain,
and the lack of understanding for their situation
in society (Gustafsson et al. 2004; Rydstad et al.
2010). To be in a group was experienced as posi-
tive by those who were willing to adopt the con-
cept; for others the program did not meet their
individual needs (Gustafsson et al. 2004; Van
Huet et al. 2009; Werner et al. 2004).

9.4.6 Strategies

For those who had participated in a PRP, thoughts
refocused from pain to self-efficacy and self-
management. Cognitive behavioral techniques
like avoiding talking about pain were found help-
ful by some, but some considered them to be
“brain washing” (Rydstad et al. 2010; Van Huet
et al. 2009; Carroll et al. 2013). For informants
who used to overdo tasks, learning how to plan
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and pace was helpful. For those who used pacing,
they could control the amount of time spent
depending on the type of task (Rydstad et al.
2010) and in this way manage daily routines
(Gustafsson et al. 2004; Martensson and Dahlin-
Ivanoff 2006; Van Huet et al. 2009). To develop
body awareness and to listen to the body was cru-
cial in finding how to improve capacity and avoid
unnecessary flare-ups of pain (Gustafsson et al.
2004; Rydstad et al. 2010; Ohman et al. 2011).
For informants with CLBP, the ability to “know
their body” was empowering. They learned to
differ between good pain (after exercising) and
bad pain (aggravated) (Slade et al. 2009a). A
training diary could be a support in reaching
bodily understanding and help the participants to
understand pain patterns and when to increase or
limit activity (Angel et al. 2012). Exercise was
commonly used among informants with CLBP
(Cooper et al. 2009; Slade et al. 2009a), usually
when their back was painful (Cooper et al. 2009).
They did exercises that made sense to them and
fitted into their lifestyle. Informants with CLBP
wanted individually adapted exercise programs
aligned to their fitness level and previously
acquired skills (Slade et al. 2009a). They reported
how they lacked confidence in correct exercise
performance. It was important that the exercise
instructors demonstrated the exercises, observed,
provided feedback, and if necessary corrected the
technique. Informants with CLBP underlined
that they needed supervision and corrections of
exercise programs. Follow-ups and reassurance
that they were doing exercises correctly sup-
ported their self-management strategies (Angel
etal. 2012; Liddle et al. 2007; Slade et al. 2009a).
If attending group training, it was important that
the groups were matched for similar strength, fit-
ness, and technical skills (Slade et al. 2009a).

9.4.7 Conclusions from Patients’
Experiences of Treatment
and Rehabilitation

The literature presented supports evidence for a
number of important aspects concerning treat-
ment for patients with long-term pain. Receiving
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a diagnosis is important for patients in order to
regain perceived credibility, but the diagnosis can
also often lead to disappointment when it
becomes obvious that there are limitations in
treatment options and when some caregivers dis-
believe the diagnosis. The informants wish for
supportive and competent caregivers who pro-
vide information, who listen and respect them
and involve them in rehabilitation planning deci-
sions. Many patients experience the opposite,
which results in them having to focus on convinc-
ing health-care professionals and others on the
legitimacy of their pain.

Accurate and individually adapted informa-
tion increases patients’ self-confidence and pro-
vides a basis for patients on which to act and
regain control of their situation. Patients who are
actively involved in their treatment or rehabilita-
tion are more satisfied; they increase their bodily,
emotional and social competence, take more
responsibility for their own rehabilitation and
thus need more individually adapted measures.
To become involved is supported by one’s own
acceptance and by being met with respect and
recognition. Important strategies learned to man-
age daily routines were planning and pacing,
knowing and listening to the body, and perform-
ing individually adapted exercise programs. To
participate in a pain rehabilitation program often
helps in reorientation, taking control over one’s
life and rebuilding one’s self-image.

It is recommended that new qualitative studies
are done when new treatments or rehabilitation
measures—or combinations of measures—are
tested. It is proposed that clinicians take advan-
tage of the reported aspects of the qualitative
studies presented [See Table 9.6]

9.5 Patients’ Experiences
of Staying at Work or Not

Being Able to Work

In industrialized countries, workers with long-term
pain account for significant human, societal and
economic costs. The economic impact is due to
the costs associated with health care, sickness
absence and work disability. Health and workplace
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Table 9.6 Description of included studies for experiences of treatment and rehabilitation in people with long-term pain

Study
Ahlsen et al. (2012a, b)

Angel et al. (2012)

Bremander et al. (2009)
Carroll et al. (2013)

Dewar et al. (2009)

Escudero-Carratero

et al. (2010)

Gustafsson et al. (2004)

Harding et al. (2005)

Jelin et al. (2012)

Lempp et al. (2009)

Liddle et al. (2007)

McMabhon et al. (2012)
Martensson and
Dabhlin-Ivanoff (2006)

Rydstad et al. (2010)

Slade et al. (2009a)

Sloots et al. (2010)

Steihaug (2007)

Undeland and
Malterud (2007)

Data collection

Qualitative interviews with 10 men with
chronic neck pain

Interviews with 20 persons with CLBP
who participated in individual counseling
interventions for CLBP

Interviews with 16 persons (13 W 3 M) with
chronic pain, after completing of a PMP
In-depth interviews with 13 persons (10 M
3 F) with chronic pain in pain rehabilitation

In-depth interviews face to face or by
telephone with 19 persons with chronic
pain (13 F, 6 M)

Focus group interviews with 21 persons

(1 M, 20 F) with fibromyalgia receiving
care in the public health system
Semi-structured interviews with 16 women
with chronic pain. They had participated in a
Pain management program 1 year earlier
Interviews with 15 patients (12 F 3 M) with
chronic pain who had attended a hospital-
based pain clinic

Interviews with 7 women with fibromyalgia
after participating in a 4-week inter-net
intervention after a PMP program
Interviews with 12 persons with
fibromyalgia receiving care at a
rheumatology clinic

Focus group interviews with 18 persons

(14 F, 4 M) with CLBP were included. They
had received treatment including exercise
and advice for their LBP within 24 months.

Narrative interviews (n=10 F)

Focus group interviews with 24 persons
with chronic pain who had participated
in a PMP in a Primary care setting

Semi-structured interviews with 9 persons
(5 W 4 M) with whiplash associated
disorder, who had participated in a PMP

1 year earlier

Focus groups with 18 persons (9 M, 9 W)
with CLBP who had participated in exercise
programs for LBP

In-depth interviews with 23 patients

(10 M 13 F) with LBP with Turkisk or
Moroccan origin, who dropped out from a
rehabilitation program. Also 8 rehabilitation
physicians and 2 rehabilitation therapists
were interviewed

Qualitative interviews with 8 women with
chronic pain who had participated in a PMP
Focus-group interviews with 11 women with
fibromyalgia

Data analysis
Narrative analysis

Text analysis in three steps by Ricoeur

Analysis according grounded theory
Analysis with thematic analysis

Thematic analysis, using constant
comparison method to examine
categories for differences and similarities

Content analysis

Constant comparison method according
to Grounded Theory

Thematic analysis and consensus
discussions.

Analysis by systematic text condensation
according to Kvale

Data was analyzed with content analysis

Identification of main themes.

Narrative analysis

A thematic, interpretative analysis
inspired by Krueger’s method

Analysis according to the principles of
grounded theory method of constant
comparison

Analysis according to the principles of
grounded theory

Coding and analyzed to themes

Data was analyzed by systematic text
condensation inspired from Giorgi

Systematic text condensation according
to Giorgi and Malterud

(continued)
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Table 9.6 (continued)

Study
Van Huet et al. (2009)

Data collection

In-depth interviews with a narrative focus
with 15 persons with chronic pain (11 F, 4 M).
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Data analysis

A narrative analysis of the experience of
living with chronic pain

They had participated in a Pain management
program (PMP) 2 or 3 years earlier

Werner and Malterud
(2003)

In-depth interviews with 10 women
long-term chronic pain. The women had

Data was analyzed according to Giorgi’s
phenomenological analysis

previously participated in group-based

treatment program
Werner et al. (2004)

treatment program
Ohman et al. (2011)

In-depth interviews with 10 women
long-term chronic pain. The women had
previously participated in group-based

Diary notes from and in-depth interview

The analysis was inspired by narrative
analysis and discourse analysis. The
interview-guide was theory based

Analysis according grounded theory

with 14 women with neck- and shoulder
pain who participated in a Feldenkreis

group-treatment

strategies to address work disability and sickness
absence due to long-term pain are required.

The current evidence-based approach to the
occupational management of low back pain is that
people stay at work with temporary adjustments if
required or are granted sick leave, and then return
to usual hours and work tasks. This can be com-
bined with medical care and physical therapy. For
those with long-term back pain, multidisciplinary
biopsychosocial rehabilitation with an occupa-
tional focus is recommended (Franche et al. 2005;
Kuoppala and Lamminpéi 2008). Work modifica-
tions may include changes at the workplace, of
equipment and work design, and of organizational
aspects of work (van Oostrom et al. 2009). There
is also evidence that modified work can reduce
sickness absence, increase return to work rates
and job retentions and decrease the recurrence of
symptoms (Franche et al. 2005; Turner et al.
2008; van Duijn and Burdorf 2008; Williams
et al. 2007). A better understanding of the experi-
ences of those struggling to stay at work with pain
and knowledge of the facilitators and barriers for
work return may help clinicians and employees
with their treatment and management approach.
Since pain may have a multifactorial origin it is
important to consider a number of factors that
may influence the outcome.

The objective of this section is to evaluate and
present qualitative evidence of barriers and facili-
tators of return to work (RTW). 21 studies were

found dealing with this subject: Sweden (n=5),
the UK (n=5), Canada (n=4), the USA (n=2),
Netherlands (n=2), South Africa (n=1), Finland
(n=1), and Norway (n=1) including 464 persons
with long-term pain conditions. Barriers to RTW
were described in 18 studies and facilitators to
RTW in 15 studies. The majority of the studies
concerned low back pain and some fibromyalgia
or chronic pain/long-term pain. The method used
was to code the facilitators and barriers found in
the articles for the present literature review, and
similar areas for both formed themes: “internal,”’
“external,” “occupational,” and “work” or “mean-
ing of work.” Although, some facilitators or barri-
ers are found in both categories, they can be both
a facilitator in some studies and a barrier in
another or both in the same study. There were
more barriers reported than facilitators.

The MeSH headings used were: qualitative
research, return to work, low back pain, neck pain,
chronic pain, fibromyalgia, facilitators and barriers.

9.5.1 Internal Barriers
and Facilitators to RTW

and Work Participation

People suffering from pain limiting their work
activities described the mayor barriers to RTW
as: persistent pain (Dionne et al. 2013; Patel
et al. 2007; Shaw and Huang 2005); somatic
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symptoms, and fatigue (Sallinen et al. 2010;
Sjostrom et al. 2011); illness beliefs including
fear of pain and fear of reinjury (Baril et al.
2003; McCluskey et al. 2011; Shaw and Huang
2005; Stewart et al. 2012); perceived lack of
control (Stewart et al. 2012); perceived inability
to perform their pre-injury job (Stewart et al.
2012); despair (Buijs et al. 2009); lack of moti-
vation (Baril et al. 2003); earlier negative expe-
riences, poor self-judgment of work ability, low
self-esteem (Magnussen et al. 2007); ability to
cope with flare-ups (Coole et al. 2010a); coping
with fluctuating symptoms, being “in between”
(Glavare et al. 2012); “being over the edge of
exhaustion” (Sallinen et al. 2010); activity inter-
ference and negative self-perceptions and inter-
personal challenges (Tveito et al. 2010).
Furthermore, barriers to RTW involved reluc-
tance to use medication (Coole et al. 2009a),
self-efficacy for resuming physical activity and
self-efficacy for resuming work. Resuming
physical activity included eight sub-domains:
lift; carry; sit; stand; push/pull; bend; climb; and
reach. Self-efficacy for resuming work included
pain control (Shaw and Huang 2005). Pain rep-
resentations were indicators of the type of
actions the participants were ready to take to
control the immediate or possible consequences
of their pain. During the rehabilitation trajectory
different pain representations predicted return to
work (Coutu et al. 2011).

Internal facilitators for RTW were: personal
characteristics; adjustment latitude; coping with
pain and pain beliefs (de Vries et al. 2011); using
cognitive strategies; reducing pain symptoms;
effectively communicating about pain (Hansson
et al. 2006); being prepared for a bad day
(Hansson et al. 2006; Tveito et al. 2010); moving
and finding leeway (Hansson et al. 2006; Tveito
et al. 2010); motivation (inner drive) changing
goals from pain-oriented towards function resto-
ration and RTW (Buijs et al. 2009); and the work-
er’s transitioning from a less mechanistic to a
more functional view of health (Coutu et al.
2011). Furthermore, facilitators for staying at
work were: enjoying life; taking care of oneself;
positive thinking; setting limits; using pain as a
guide; using creative solutions; learning and
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being knowledgeable; being able to walk a “tight-
rope.” The grieving process was a prerequisite for
managing the struggle to stay at work and was
influenced by social support (Lofgren et al.
20006).

9.5.2 External Barriers
and Facilitators

The mayor external barriers to RTW were: the
lack of access to information or support groups
(Dionne et al. 2013); lack of collaboration
between stakeholders (Dionne et al. 2013; Patel
et al. 2007; Soeker et al. 2008); lack of collabo-
ration with and understanding from employer
(Buijs et al. 2009; Dionne et al. 2013; Glavare
et al. 2012; Patel et al. 2007); lack of support
from employees (Glavare et al. 2012); lack of
recognition by others involved in the return-to-
work process (Stewart et al. 2012); lack of sup-
port from a rehabilitation team (Glavare et al.
2012); lack of education in disability manage-
ment and inadequate workplace policy (Soeker
et al. 2008); the tardiness of the health care sys-
tem (Buijs et al. 2009; Dionne et al. 2013); the
impact back pain might have on their job secu-
rity and work capacity in the future (Coole et al.
2010a); how back pain was viewed by their
employers and coworkers (Coole et al. 2010a, b;
Soeker et al. 2008); distrustful attitude of the
medical professionals (Soeker et al. 2008); lack
of client centeredness (Soeker et al. 2008); inef-
ficiency of insurance companies (Soeker et al.
2008); lack of support from social security
authorities, unsuitable economic arrangement
(Magnussen et al. 2007); an unsupportive soci-
ety (Soeker et al. 2008); and previous medical-
ization in health care (Buijs et al. 2009).
Furthermore, barriers were found concerning
work restructuring (Liedberg and Henriksson
2002), changes in the labor market and commut-
ing between home and work causing additional
strain on their life situation (Liedberg and
Henriksson 2002).

External facilitators influencing RTW reported
were: understanding from the employer (Dionne
et al. 2013); protocolled communication (e.g.,
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information exchange among health-care provid-
ers and a graded activity program) (Buijs et al.
2009; Dionne et al. 2013) in which professionals
individualized support, the participants’ sense of
involvement in their rehabilitation process,
coaching in a real workplace and the support
from a multi-professional team, were all consid-
ered to be facilitators during the process of RTW
(Glavare et al. 2012). Further, the beliefs and atti-
tudes of managers and employees, the impact of
health on work, moral aspects of absence and
attendance at work, and the absence of manage-
ment policies all influenced the RTW process.
These issues require careful consideration of the
rights and responsibilities of both employees and
employers (Wynne-Jones et al. 2011).

9.5.3 Occupational Barriers
and Facilitators

Occupational barriers reported were: the impos-
sibility of a gradual RTW (Dionne et al. 2013);
the inflexibility of the actual work (Tveito et al.
2010); receiving little work-related help from
occupational health in modifying jobs (Coole
et al. 2010a, b); the lack of adjustment of work-
ing hours, work tasks or the work environment
(Liedberg and Henriksson 2002); and perceived
lack of workplace accommodations (Stewart
etal. 2012).

Informants reported on occupational facilita-
tors for RTW: improvement of the work environ-
ment and conditions of work (Baril et al. 2003;
Coole et al. 2010 b; Dionne et al. 2013; Sjostrom
etal. 2011); a gradual return to work (Dionne et al.
2013); flexible working hours, possibilities to take
a break, and a modified job adapted to own capac-
ity (Coole et al. 2010b; Sjostrom et al. 2011;
Soekeret al. 2008; Tveito et al. 2010). Furthermore,
injury management strategies, a positive work cul-
ture, work placement strategies and having mean-
ingful/satisfactory work experiences (Soeker et al.
2008), coworker support (Baril et al. 2003), extent
of control over working hours and duties, peer
support, and own beliefs and attitudes concerning
working with back pain are other known facilita-
tors (Coole et al. 2010a, b). The ability to return to
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or remain at work depended on work tasks not
including static posture and repetitive movements
of the body and the possibility to vary work pos-
ture (Liedberg and Henriksson 2002).

9.5.4 Personal Barriers

Possible personal barriers for employability were
age and education (Soeker et al. 2008).

9.5.5 Work Barriers

Barriers to RTW were when a person was not
able to fulfill the work requirements (Sjostrom
et al. 2011), not being able to meet role expecta-
tions (Shaw and Huang 2005), experienced a lack
of meaning and satisfaction in work, the poor
matching of worker and work (Soeker et al. 2008)
and perceived uncertainty about the future
(Stewart et al. 2012).

9.5.6 Meaning of Work

16 motivators and 52 success factors for staying
at work with chronic pain emerged from inter-
views in a study by de Vries et al. 2011.
Motivators were categorized into four themes:
work as a value (job-satisfaction, self-realiza-
tion, social status), work as therapy (distraction
from pain, an energizer, structure in life, social
contacts), work as income generator (financial
needs), and work as a responsibility (feeling
indispensable, loyalty to colleagues) (de Vries
etal. 2011).

9.5.7 Conclusions from Patients’
Experiences of Staying at
Work or Not Being Able
to Work

In the literature presented, some of the factors
have been well studied and can be considered to
provide evidence for RTW, but not all. Internal
barriers are somatic symptoms and self-efficacy.
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Illness beliefs and coping strategies are important
both as barriers and facilitators. Information, col-
laboration and support are important both as bar-
riers and facilitators. An important external
facilitator is also the patient’s involvement in the
rehabilitation process. Occupational facilitators
are improving the environment and working con-
ditions and a positive work culture. Both barriers
and facilitators are the possibility of a gradual
return to work, the level of flexibility in the work
situation and ergonomic factors. An important
barrier is lack of support from occupational
health care. Work barriers are, for example, when
the person does not manage the work demands or
experiences a perceived uncertainty about the
future.

It is recommended that qualitative studies on
RTW are carried out in more countries. Many of
the facilitators and barriers to RTW that have
been presented can be valuable considerations
not only for clinicians but also for insurance offi-
cers, job center officers, and employers’ person-
nel departments [See Table 9.7]

9.6 Health Care Providers’
Experience of the Meeting
with Patients Suffering

from Long-Term Pain

For improved understanding of the complex
problems with the caring process of patients with
pain, it is relevant to include studies of the health
care providers’ experiences and attitudes. MeSH
headings used were: qualitative research, qualita-
tive methods, experience, interviews, treatment,
care, health care provider. Only a few qualitative
studies were found, so the material provides no
basis for evidence, but it does raise some interest-
ing issues for consideration.

Physical therapists in the UK play an impor-
tant part in the management of nonspecific low
back pain (NSLBP), dealing with approximately
11 million consultations a year (Clinical guide-
lines for the physiotherapy management of per-
sistent low back pain 2006). Guidelines for the
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rehabilitation of patients with persistent NSLBP
highlight the importance of practitioners encour-
aging patients to remain at work and stay as
active as possible, with a key focus on
self-managing their condition (Clinical guide-
lines for the physiotherapy management of per-
sistent low back pain 2006). However,
physiotherapists often do not follow the guideline
advice (Jeffrey and Foster 2012). Tension
between the recommendations to stay active and
patient expectations to be prescribed rest can
make guideline adherence challenging where the
priority of practitioners is to maintain a working
partnership with their patient (Dahan et al. 2007).
Based on this background, a study was performed
aimed at understanding more about how the per-
sonal experiences and feelings of physiothera-
pists might influence their decision making when
treating patients with NSLBP (Jeffrey and Foster
2012). Three linked themes emerged: (1) physio-
therapists believed that NSLBP has an underly-
ing biomechanical and recurring nature, (2) the
physiotherapists’ attitude toward managing
NSLBP was to empower patients to exercise and
self-manage their pain and functional problems,
and (3) the physiotherapists experienced feelings
of tension between the advice and treatment they
felt was best for their patient and the patient’s
own beliefs and attitudes. It is concluded that the
experiences and feelings of physiotherapists
treating patients with NSLBP include conflict
between their pain beliefs, attitudes and working
partnership with the patients.

Psychosocial risk factors are known as yellow
flags and have been suggested to be associated
with the development of chronicity and disability
in LBP patients. General practitioners’ (GP)
identification and management of psychosocial
yellow flags in acute low back pain were explored
(Crawford et al. 2007) in a study with purpo-
sively selected GPs. In New Zealand, a Guide to
Assessing Psychosocial Yellow Flags in Low
Back Pain was developed by the Accident
Rehabilitation & Compensation Insurance
Corporation together with the Ministry of Health,
as was the New Zealand Acute Low Back Pain
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Table 9.7 Description of included studies for Barriers and Facilitators of RTW in patients with work-disabling chronic

pain
Study
Baril et al. (2003)

Buijs et al. (2009)

Coole et al. (2010a)

Coole et al. (2010b)

Coutu et al. (2011)

de Vries et al.
(2011)

Dionne et al., (2013)

Glavare et al. (2012)

Hansson et al.
(2006)

Liedberg and
Henriksson (2002)

Lofgren et al. (2006)

Magnussen
et al. (2007)

McCluskey
etal. (2011)

Patel et al. (2007)

Sallinen et al.
(2010)

Data collection

A combination semi-structured interviews
(n=16) and focus groups (n=9) of workers as a
part of a wider study. Three Canadian provinces
and a variety of workplaces were included

Semi-structured interviews with a sample of 20
(9 male, 11 female) LBP patients referred to
multidisciplinary back pain care.

Semi-structured interviews with 25 (12 Male,
13 F) employed LBP patients referred to
multidisciplinary back pain rehabilitation.

Semi-structured interviews with 25 employed
patients (13 F, 12 M) who had been referred for
back pain rehabilitation

Semi-structured interviews with 16 workers
(10 M and 6 F) referred to a 12 week work-
rehabilitation program. Three interviews during
rehab and 1 month after discharge

Semi-structured interviews, 21 subjects (9 M,
12 F) who stay at work despite CMP

Two focus-group interviews with back pain
suffers who had returned to work (n=9) or had
not returned to work or recently returned to
work (n=10)

Interviews with 11 informants (8 F and 3 M)
suffering from long-term musculoskeletal pain

Interviews with 21 city-dwellers and 12 rural
dwellers in all 33 (F and M), suffering from
spine related pain (SRP) and sick-listed to some
degree

Interviews with 39 F with fibromyalgia, 19 still
working and 20 who had stopped working

Twelve working women suffering from
fibromyalgia, participated in rehabilitation 6-8
years earlier. Data collection using; 10 diaries, 3
focus groups and thematized interviews

Focus-group interviews with 12 F and 5 M
being disability pensioners with back pain
Interviews with 5 disability benefit claimants
suffering from nonspecific back pain for a
Condition Management Program
Semi-structured interviews with 38 unemployed
patients (15 M and 23 F). The mean duration of
work absence was 5 years

Narrative interviews 20 F with fibromyalgia of
which 6 worked full time, some part-time and
some had disability pension

Data analysis

Analysis took a social constructionist
perspective. An Open coding system
was used and meta-codes were
analyzed

The constant comparison method was
used to identify themes. Theoretical
themes were related to the themes
found

Thematic analysis, a partly theoretical
and deductive perspective was taken,
a literature review formed the
interview framework. Coding,
constant comparisons method, themes
identified

Thematic analysis, using constant
comparison method

The interview-guide was theory
based. Content analysis was
performed with open coding and
selective coding was performed

Data was analyzed according to
thematic analysis

Content analysis

Constant comparison method of
Grounded Theory

Coding, categories, co pared and
transformed categories into concept of
the illness flexibility model

Coding, categorization,
sub-categorization

Emergent design, analysis according
to Grounded theory

The study was anchored in
hermeneutic epistemology

Interviews were analyzed using
template analysis, i.e., categorizing
qualitative data thematically

Open coding was used and emerging
themes were identified. Using thematic
framework approach, thematic matrices
were developed to help classify and
organize data in relation to key themes,
concepts and categories emerging

The data was stepwise analyzed
applying the ideas of Polkinghorne
and Labov and Waletsky

(continued)
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Table 9.7 (continued)

Study

Shaw and Huang
(2005)

Sjostrom et al.
(2011)

Soeker et al. (2008)

Stewart et al. (2012)
Tveito et al. (2010)

Wynne-Jones et al.
(2011)

Data collection

4 focus groups (n=28) who had returned to
work less than 6 months ago after occupational
LBP. In the second phase semi-structured
interviews with 23 patients absent from work
due to OLBP receiving physiotherapy treatment
to restore physical functions

Semi-structured interviews (n=10) (7 F and 3
M) who had attended a rehabilitation program 6
years ago for long-term pain in back and neck

Semi-structured focus-groups (n=26) of
patients having participated in back
rehabilitation

Semi-structured interviews (n=18) with
subacute back pain off work 3—6 months

Five focus groups (n=38) with workers with
LBP.

Interviews with 18 employees (10 F, 8 M) with
musculoskeletal pain and 20 managers from
two large public sectors organizations

M. Lofgren et al.

Data analysis

Content analysis was used. An
iterative process followed leading to
major themes and subcategories
pertaining to return to work

Manifest content analysis

Using method described by Morse and
Field. Coding, categorization and
development of themes

Modified exploratory Grounded
Theory

Constant comparison method of
Grounded Theory

Data was analyzed thematically using
Nvivo. Main themes and subheadings
were identified

encompassing a large variety of occupations

Guide. The results showed that the relationship
between the GP and their patient was described
as being of key importance in the identification
and management of any symptoms, particularly
if psychosocial components were present. The
guidelines were seen as an artificial, mechanistic
approach to medicine; they were viewed as
highly structured, categorical, and prescriptive,
subjugating clinical judgment by reducing medi-
cine to algorithms. GPs did not use the Guide to
Assessing Psychosocial Yellow Flags in Low
Back Pain or the related screening questionnaire
to identify psychosocial risk factors in their
patients with LBP.

Another study examined GP’s attitudes to
managing back pain as a biopsychosocial prob-
lem in the UK (Breen et al. 2007). The five emer-
gent themes were generally negative and
dominated by concerns about doctor—patient
interaction. They included: feelings of frustra-
tion; mismatched perceptions in the doctor—
patient relationship; problems with relation to
time; challenges and discord between stakehold-

ers in the process (e.g., over sickness certifica-
tion); and a lack of resources for education,
awareness and local services to which to refer.
Psychosocial aspects of the actual care process
were rarely raised. A desire to avoid conflict in
the relationship with patients explained much of
the problem of implementing evidence in general
practice.

A systematic review of qualitative studies
(Parsons et al. 2007) explored how practitioners’
(and patients’) beliefs about the cause of pain
and their expectations of treatment influenced
the process of care for chronic musculoskeletal
pain. Themes identified included: (1) beliefs
about pain; (2) expectations of treatment; (3)
trust; and (4) patient education. It is concluded
that both GPs and patients want clear and
straightforward communication and to be
respected. However, conflicts existed within
many other aspects of the consultation. To tackle
the challenges identified, it is suggested that
changes may also have to occur at an organiza-
tional and system level.
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Table 9.8 Description of included studies for experiences of health care providers

Study Data collection

Jeffrey and Foster (2012)

Semi-structured interviews with 11

Data analysis
Analysis by hermeneutic phenomenology

physiotherapists (5 F, 6 M) in clinical

practice
Dahan et al. (2007)

Crawford et al. (2007) Semi-structured telephone

interviews with 11 GPs
Breen et al. (2007)

Parsons et al. (2007) Review of 15 studies

Conclusions from Health-Care
Providers’ Experience of Their
Meetings with Patients
Suffering

from Long-Term Pain

9.6.1

Important aspects to consider are caregivers’ pri-
ority to maintain a working partnership with their
patients with LBP; GPs were reluctant to follow
guidelines on psychosocial yellow flags. The
guidelines were seen as an artificial and mecha-
nistic approach to medicine. A desire to avoid
conflict in the relationship with patients explained
much of the problems of implementing evidence
in general practice. Also, for the physiotherapist
there is tension between the recommendations to
stay active and patient’s expectations regarding
being prescribed rest, which challenges guideline
adherence. More studies are recommended in this
area about health care providers experiences and
it is suggested that the complex process of devel-
oping and introducing guidelines for clinicians is
further improved [See Table 9.8]
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10.1 Overview of the Chapter

Psychological trauma has been a burgeoning
field of research since the inception of
Posttraumatic Stress Disorder (PTSD) as a diag-
nostic classification in the 1980 Diagnostic and
Statistical Manual for Mental Disorders (APA
1980). Over three decades of scientific inquiry
into traumatic stress has influenced theoretical
approaches, clinical practice, and research meth-
ods in this field. In this chapter we address the
question: “What is the qualitative evidence on
the topic of psychological trauma?” We begin by
defining posttraumatic stress according to the
DSM-V (APA 2012) and provide prevalence
rates, followed by a review of the qualitative
research in various domains of trauma such as
disasters, refugees, military, physical and sexual
violence, and first responder groups. The litera-
ture on cancer and motor vehicle accidents were
thoroughly reviewed, however we found very
little evidence of qualitative research in these
domains. A decision was made to not include
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these topics in this chapter as there was not
sufficient evidence to provide a strong analysis.
We provide recommendations for knowledge
transfer strategies and conclude with a discussion
of possible future directions for qualitative
trauma research.

10.2 Definition of Terms
and Prevalence Rates
for Posttraumatic Stress
Disorder

Posttraumatic stress is a serious psychological
condition that can have chronic and debilitating
effects on human functioning as a result of expo-
sure to a single or multiple traumatic events.
Although 50-90 % of the population in America
may be exposed to traumatic events in their life-
time, most individuals do not develop PTSD
(Breslau 2009; Kessler et al. 1995). Published
prevalence rates estimate that 7.8—14 % of the
US population has a diagnosis of PTSD; women
are twice likely to develop PTSD than men
(Breslau 2009; Foa and Feeny 2013; Kessler
et al. 1995). The types of traumatic events are
too numerous to name, but most important is the
criterion that the traumatic event was experi-
enced or witnessed as involving actual death or
serious injury to self or others and that the per-
son’s response involved intense fear, helpless-
ness, or horror (APA 2012). The three diagnostic
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symptom domains are intrusive imagery, hyper-
vigilance, and avoidance behaviors. There are
several comorbid symptom categories that usu-
ally accompany a diagnosis of PTSD such as
generalized anxiety, depression, substance mis-
use, and panic attacks.

10.3 A Systematic Review
of Qualitative Trauma
Research

In order to discern the current qualitative evi-
dence in trauma research, we conducted a review
of several trauma journals and qualitative health
journals. We also searched databases in trauma
organizations (www.istss.org; www.apa.org) and
indexes (ISI Web of Knowledge Social Science
Citation Index, psychArticles, psychINFO,
PubMed, and Web of Science), using the subject
terms “‘posttraumatic stress,” “‘posttraumatic
stress disorder,” “trauma,” and “psychological
trauma” with qualitative filters—“qualitative
research,” “qualitative study,” and “qualitative
research study.” In the journals that we reviewed,
we excluded book reviews, theoretical or concep-
tual manuscripts, reviews of the literature, mem-
oirs and biographies, and quantitative research
studies. Our analysis included only empirical
research studies that used a qualitative research
method to investigate topics on posttraumatic
stress. We also included mixed methods research
if a qualitative component was included in the
study. We now present the qualitative evidence
on psychological trauma within the following
topic domains: disaster trauma, the trauma of
refugees, military trauma, physical and sexual
violence trauma, and the trauma of first responder
populations.

10.3.1 Disaster Trauma

Disaster response has been a burgeoning field of
inquiry over the last two decades. The history of
the study of disaster began with the Geneva
Convention and the work of the International
Committee of the Red Cross in response to the
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devastation caused by WWII and the holocaust.
Howeyver, in Canada and the USA disaster mental
health “focuses on the mental health needs of
those directly affected by disaster, of disaster
relief personnel, and of those indirectly affected
by disaster (secondary victims). The field can be
broadly divided into three areas: preparation,
direct services, and research” (Jacobs 1995,
p- 544). In his report on a national plan for disas-
ter mental health, Jacobs (1995) comments:
“Disaster mental health is a young and burgeon-
ing field; hence, it is critical that researchers
study and evaluate the impact of disaster, the
needs of those affected, and strategies for man-
agement and intervention” (p. 544).

Since Jacob’s recommendation almost 20
years ago, research on disaster mental health has
expanded from responses to war conflict to natu-
ral, human-made and technological disasters.
Several historical disasters were responsible for
the development of national plans to address
mental health concerns in the wake of a disaster.
In our review of the literature the following quali-
tative studies on disaster trauma were found: the
Asian tsunami of 2004 (Ekanayake et al. 2013;
Jensen et al. 2013), the 2010 earthquake in Haiti
(Ghose et al. 2012; Raviola et al. 2012), a train
crash in Sweden (Forsberg and Saveman 2011),
wildfires (Cox and Perry 2011), tornados (Miller
et al. 2012), and hurricanes (Dass-Brailsford
et al. 2011; Putman et al. 2012; Rivera 2012).
These qualitative studies describe the conditions
post-disaster, the experiences of disaster survi-
vors, the coping strategies employed by survi-
vors, and the management of disaster relief, in
particular, the provision of mental health ser-
vices. To address the need for effective interven-
tions for disaster mental health, National Disaster
Response Teams have been developed and train-
ing in Critical Incident Stress Management and
Psychological First Aid are now standard prac-
tices for first responders and disaster personnel.
The Sphere Project (Batniji et al. 2006) was
launched by NGO’s in response to criticism of
aid provided during the Rwandan conflict. This
handbook provides standards for mental and
social health during disaster and conflict crises
and involves assessment through 12 intervention
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checks (Batniji et al. 2006). Additionally, the
American Psychological Association has a web
page in their help center on Disasters and
Terrorism that is an excellent resource: (http://
www.apahelpcenter.org/articles/topics.php?
id=4).

Research on disasters has commonly been
studied using quantitative research methods. As
in the other domains of psychological trauma,
very few qualitative studies have been conducted
on the psychological trauma resulting from disas-
ter events. In our systematic review of the disas-
ter literature, we discovered three studies
investigating the risks to mental health relief
workers/humanitarian aid workers (Agazio 2010;
Sweifach et al. 2012; Wang et al. 2013). These
three studies were exemplary with regard to the
rigor of their qualitative research design and are
presented for their contributions to knowledge in
disaster trauma.

Agazio studied the challenges faced by 75
army nurses in humanitarian and wartime mis-
sions using a “descriptive qualitative design”
and employing telephone interviews that were
thematically analyzed. In this study, we learn
about the environmental challenges for humani-
tarian aid workers dealing with extreme weather
conditions, from the heat, dust, and sandstorms
in Iraq and Afghanistan to the mud and cold in
Bosnia. Agazio also reports the difficulty in pro-
viding treatment when there are language barri-
ers and no infrastructure for providing health
care in host countries due to lack of supplies and
equipment. “The pace, difficult environmental
conditions, threat level and brutality of the inju-
ries all took their toll on staff” (2010, p. 173). In
this study we learn the importance of effective
training and preparation before deployment in
order to handle the breadth of care needed in
conflict and disaster areas that are environmen-
tally challenging.

Sweifach et al. investigated social workers’
personal responses to disaster work using a focus
group design to understand post-disaster reac-
tions in this population. They recruited 102 social
workers from three different countries (the USA,
Canada, and Israel) and conducted 14 focus
group interviews that were analyzed using
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grounded theory’s constant comparative method.
They found that most respondents:

[...] experienced dynamic tension between grasp-
ing the disaster from a professional perspective,
while attempting to assimilate the disaster within
themselves [...] expressing difficulty in reconcil-
ing their own personal and professional cognitions,
emotions and behaviours, and maintaining profes-
sionally focused feelings/thoughts/composure,
while others expressed little difficulty [...]
Respondents did seem to indicate that in general,
personal needs and emotions should not play a role
during disaster response; however, a fail-safe
model to assure this, does not exist.

(2012, pp. 7-8)

This struggle between the personal self as a
victim of a disaster and the professional self is
made apparent in this article as both identities are
completely involved in the disaster experience
(Sweifach, p. 8). Implications for professional
practice are notable and the ethics of care both to
self and other are also significant.

Wang et al.’s (2013) study of the 2008 Sichuan
earthquake in China using semi-structured inter-
views with 25 local relief officials (e.g., health
care workers, teachers, and social workers) using
a thematic analysis provides insight into the cop-
ing strategies used by local relief workers and
how these workers’ own traumatic bereavement,
housing and financial difficulties and work—fam-
ily conflicts were the main causes of their trau-
matic stress. Local relief workers differ from
provincial or national disaster responders, as
“they are also disaster survivors and are likely to
be suffering from trauma and loss” (p. 207).
There are competing demands from the commu-
nity and the personal demands from family mem-
bers. This study provides a detailed account of
the perceived sources of stress in local relief
workers professional duties and their personal
and family life. They describe their coping expe-
riences as: finding meaning and purpose in life
through relief work; receiving support from
coworkers; suppressing and avoiding their grief
through distractions; having a greater apprecia-
tion for life; being optimistic and making up for
loss by moving forward in their lives. The authors
point to the necessity to attend to the immediate
grief and loss of workers, as they may be at risk
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for delayed or prolonged grief if their bereave-
ment is not addressed. They recommend that
managers of disaster response be flexible in the
work schedule so that relief workers are also able
to attend to their personal and family needs. Self-
care should always be part of the mandate of
disaster response to prevent worker trauma
post-disaster.

From these three exemplary studies we learn
that post-disaster care needs to be available to
disaster relief workers and volunteers. This care
needs to be provided by professionals trained in
posttraumatic stress and secondary traumatic
stress interventions. Further, preparation through
education and training of local relief workers is
essential in the prevention of posttraumatic stress
from disaster response work. Sweifach et al.
(2012) recommend that:

Agencies ought to implement strategies that
strengthen the ability of personnel to better navi-
gate through issues inhibiting best professional
practices during and after disasters, such as emer-
gency drills that incorporate worst-case scenarios,
and include psychological debriefing; employing a
buddy system in which co-workers are paired
together in case one worker becomes impaired; in-
service trainings that review and test disaster pro-
tocols; and conducting exercises that are designed
to strengthen resilience to primary and secondary
trauma.

(Sweifach 2012, p. 8)

The qualitative evidence in these studies is
helpful in the administration of disaster relief and
can assist in the development of the management
of mental health risks to national and local disas-
ter responders. Given the descriptive accounts
provided by participants in these qualitative stud-
ies, we can learn how to effectively function in
challenging settings. From their experiences, we
are able to develop effective coping strategies and
resources for individuals and teams responding
to natural and human-made disasters. We also
learn lessons on how to maintain a balance in
responding to client needs and personal family
needs simultaneously during a disaster. There are
many quantitative studies in the research litera-
ture, however, they do not provide a contextual-
ized view of those experiencing disaster events.
Without an understanding of the local context,
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interventions and disaster response efforts are
hampered. Qualitative research evidence informs
us that disaster experiences are complex and var-
ied and that western interventions cannot be
assumed to be useful across all settings. In their
discussion of the Sphere Project, Batniji and col-
leagues (2006) recommend that social interven-
tions need further qualitative research:
These include mass communication in disasters;
family re-unification; misuse of the classroom to
incite hatred; community consultation to guide
decision-making; and recording, recognizing and
addressing rights violations as part of the aid
response [...] A fundamental question that needs
further assessment is whether (non co-morbid)
PTSD is associated with impaired daily function-
ing in non-Western, resource-poor settings [...]
Through research, social scientists may play a key
role in promoting socially appropriate mental
health responses and contribute to a more balanced
interpretation of the biopsychosocial clinical

model.
(Batniji et al. 2006, p. 1861)

The field of disaster trauma warrants much
more research. We are just beginning to under-
stand the importance of context in disaster
response. We need to build a better understanding
of how religion, ethnicity, culture, age, and gen-
der, for example, affect one’s response to disaster
and the effects of these factors on one’s resil-
ience. We also need to investigate the experiences
of children in disaster zones and the experiences
of survivors of multiple disasters.

10.3.2 Refugee Trauma

Today’s wars, whose main casualties are civilians,
often occur within the confines of a country, pitting
country-men, friends, and neighbors against each
other. Tensions and violence commonly arise
between neighbouring ethnolinguistic or religious
groups, and it is not uncommon for a government
to wage war against a segment of its own
population.

(Magid and Boothy 2013)

As of 2011, there were an estimated 26.4 mil-
lion internally displaced persons and 10.5 million
refugees around the world (UNHCR 2013).
Almost half of the world’s refugees are children.
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In a review of the trauma literature, five qualita-
tive studies emerged that report on the traumatic
experiences of refugees and asylum seekers.

The first study is a 2013 study of posttrau-
matic growth among 12 Tibetan refugees resid-
ing in India. Hussain and Bhushan (2013)
interviewed the participants using an interpretive
phenomenological method. The major themes
found were: “positive changes in outlook toward
the world and people, realization of personal
strengths, and the experience of more intimate
and meaningful relationships” (p. 204). The
authors explain that Tibetan culture and religion
provide “intrinsic resources for coping and thriv-
ing” (p. 206). This phenomenological study pro-
vides understanding of how participants make
meaning of their lives and provides information
about their process of developing posttraumatic
growth within the specific contexts of their lives.
Most research on posttraumatic growth is con-
ducted with western populations and little
research exists on non-western populations. The
results of this study are very useful to clinicians
working with refugee populations.

Simich et al. (2010) conducted a mixed meth-
ods design using a survey of 220 Sudanese refu-
gees in Ontario and Alberta in Canada, followed
by in-depth qualitative interviews with 30 com-
munity members in three sites. Their qualitative
results reveal how “meanings of home emerged
as a key concept linking social support, resettle-
ment, and mental health” (p. 199). The authors
note that mental health practitioners and other
health care providers need to take into account
the qualities of home that are lacking in Sudanese
resettlement experiences and that social support
is a necessary component for successful resettle-
ment in Canada and to the mental health of this
refugee population.

Maier and Straub (2011) studied the experi-
ences and treatment expectations of 13 trauma-
tized migrants and asylum seekers from Bosnia,
Kosovo, Turkey, Iran, Afghanistan, Cameroon,
Sudan and Chechnya. Using a qualitative generic
research design and a content analysis, they
found that “most participants had no clear or
defined expectations concerning appropriate
treatment” (p. 232). The authors discuss the
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issues of language barriers that lead to misunder-
standings about the nature of health concerns as
well as gaps in respective concepts of illness and
mental health treatment. They state that most
refugees do not ask for psychological help
because they are unfamiliar with this form of
treatment and they may be suspect about this
form of health care (Maier and Straub 2011).
However, once informed and given the opportu-
nity to receive psychological services, the
migrants in this study supported the idea of psy-
chological treatment. Maier and Straub recom-
mend specialized training of counselors to work
with this population as well as financing for the
availability of interpreters.

Somasundaram (2010) investigated the dis-
placed and interned Vanni civilians during the
civil war in Sri Lanka. The author interviewed a
large sample of people in the internment camps
as well as health care providers and NGO’s. We
learn from first-hand accounts the massive
destruction and horror experienced by civilians.
The author provides a rich in-depth description of
the mental health of internally displaced people
and the meaning of their collective trauma—the
violent destruction of home, family, village and
community. This study explains the importance
of international interventions that are context-
sensitive in the resettlement and reparation
phases of rebuilding community.

Thomas et al. (2011) examined the mental
health of 24 refugees who resettled in Nepal.
In-depth individual interviews, focus group inter-
views and a photovoice method were used to
understand coping strategies and resilience
amongst these refugees from Pakistan and
Somalia. The main finding on active coping
revealed that refugees seek support through pri-
mary relationships. The authors highlight the
importance of the provision of legal and social
networks in refugee resettlement and recovery
from traumatic stress.

These qualitative studies make a significant
contribution to knowledge in the development of
appropriate interventions and understanding of
the breath of refugee trauma. Almost all of these
studies were conducted in internment camps with
researchers living among their interviewees.
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These researchers give voice to the silenced and
provide contextual meanings to the experience of
collective trauma. We learn first-hand the experi-
ence of what it means to lose one’s community
and traditions as well as the complications of cul-
tural bereavement. Their findings provide impor-
tant recommendations for clinical practice and
health care at an international level. Since the
general medical practitioner (family physician)
was the most trusted health care contact, it is
imperative that family physicians in resettlement
countries have skill in assessing posttraumatic
stress symptoms. Also important is knowledge
about valuable resources such as the Inter-agency
Standing Committee (IASC 2007) Guidelines on
Mental Health and Psychosocial Support in
Emergency Settings that emphasize the impor-
tance of cultural sensitivity, local ownership, and
religious contextualization. The guidelines rec-
ognize that the best support comes from within
the community itself.

10.3.3 Military Trauma

In this section of the chapter, we review the quali-
tative evidence on military trauma (e.g., veterans,
soldiers, peacekeepers, spouses of military per-
sonnel). The qualitative evidence we found cov-
ers the effects of war-related trauma with these
populations over the last decade.

Most of the qualitative evidence on military
trauma describes the experiences of military per-
sonnel who have been diagnosed with PTSD due
to traumatic events while serving their countries.
This evidence is significant for psychologists
working with returning soldiers, as they need to
be informed about their personal experiences in
order to implement appropriate treatment plans
for their clients. Shaw and Hector (2010)
employed phenomenological interviews with ten
male military members who had recently returned
from Iraq and/or Afghanistan. The overall the-
matic structure reveals that psychologists work-
ing with returning soldiers need to help their
clients explore what their deployment meant to
them and how they derive meaning from it. As
the new form of insurgency warfare grows (war
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that makes it difficulty to discern enemies from
civilians), the experiences of soldiers in these
contexts require expanded knowledge by health
care providers. The authors state that qualitative
research provides this contextual knowledge.

Ellison et al. (2012), using a participatory
research design and thematic analysis, gathered
the perceptions of 29 veterans about the educa-
tional barriers of Vets with PTSD. This study is
very informative for outreach and support ser-
vices for Vets. The authors describe the barriers
to services and the personal experiences of veter-
ans who struggle upon release from their service
to get the information they need to make a healthy
adjustment back into society. This study provides
important suggestions for veteran transition pro-
grams. In a similar study, Sayer et al. (2009)
employed semi-structured interviews with veter-
ans who were deployed in military conflicts that
ranged from the Vietnam War to Afghanistan.
They investigated factors that influence treatment
initiation and help-seeking strategies. Lack of
knowledge about PTSD and an invalidating
sociocultural environment following a traumatic
event were the main barriers to seeking treat-
ment. As such, “[t]he findings suggest that facili-
tators located within the health care system and
veterans’ social networks can lead to help seek-
ingdespiteindividual barriers[...]. Understanding
how and why veterans initiate treatment for
PTSD is particularly crucial” (Sayer et al. 2009,
p- 240).

Burnell et al. (2011) interviewed 30 veterans
who were deployed during a time between WWII
to Iraq in 2009. They asked the veterans to share
their own moral evaluation of their deployment.
Using a thematic analysis, they found that the
deployment experience is “mediated by the cul-
tural atmosphere in which the conflict takes
place” (p. 36). The authors point out that PTSD is
not a timeless, universal or cross-culturally valid
construct. Mental health care providers need to
take into account the complexity of responses to
traumatic events and to explore with clients the
personal meaning of their experiences.

The last two studies focus on veteran’s spouses
and family members of soldiers with PTSD. The
first study by Sherman and Fischer (2012)
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examined the perspectives of health care provid-
ers, veterans and family members regarding fam-
ily education in community-based outpatient
facilities. Five health care providers and 49 fam-
ily members participated in qualitative interviews
that were analyzed using a content analysis.
Veterans Affairs have mandated family consulta-
tion, education and psychoeducation since 2008.
Very few families, especially those living in rural
areas, receive psychoeducation or support. The
three main barriers found in this study were dis-
tance (travel costs, child care, work release time),
group issues (confidentiality in a small commu-
nity, personal conflicts), and embarrassment/
shame for family members and veterans with
PTSD. The findings point to the significant issues
facing veterans and their families living in rural
areas.

Hayes et al. (2010) identified and measured
assessment batteries to examine the wellbeing of
spouses of veterans with PTSD. The strain on
veterans’ families who are the main sources of
support in dealing with the PTSD of their family
member is a serious concern and “[t]he potential
for intimate partner violence is greater when the
veteran has PTSD” (p. 826). Using a panel of
experts and focus group interviews to determine
appropriate measures on the well-being of
spouses supporting veterans’ recovery, the
authors found important implications in terms of
the family burden, health and mental status of
spouses, effects of alcohol and substance abuse
of veterans and their spouses, marital and paren-
tal conflict, marital satisfaction, role discrepancy,
self-efficacy (a changed person) and social sup-
port (because of strain, no time for family, friends
or social networking). As the authors state, “[f]
ocus group interviews yielded valuable input on
the domains of experience and key questions that
should be included in an assessment battery
designed to assess well-being and areas where
assistance is needed” (p. 838).

In the only qualitative study on Canadian
peacekeeping soldiers, Ray (2009) conducted a
phenomenological study on the experience of
contemporary peacekeepers healing from trauma.
She interviewed ten soldiers who had served in
Somalia, Rwanda and the former Yugoslavia.
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Three main themes were discovered that describe
participants’ process of healing from PTSD: “the
centrality of brotherhood and grieving loss of the
military family; the centrality of time and the
body in healing from trauma; and the military
response as betrayal and creating trauma from
within” (p. 55).
All of the peacekeepers expressed a sense of
betrayal by their home-front government, politi-
cians and their military family. Upon their return
home, the response of stigma by the military and
subsequent release as the response to their suffer-
ing created further betrayal and trauma from within
their military family. All the peacekeepers in this
study felt that they were more affected by the nega-
tive reaction from their military family than from

the trauma itself.
(Ray 2009, pp. 60-61)

The author recommends that more Operational
Stress Injury Social Support (OSISS) groups be
established throughout Canada. She further sug-
gests that there needs to be more training in com-
passion and self-compassion training within the
military among those who provide services to
peacekeepers and veterans with PTSD.

Qualitative research studies provide an in-
depth richly contextualized understanding of the
experience of trauma and healing from trauma
from the perspectives of the survivors. The quali-
tative studies on military trauma point to key
areas for future research. Most of the samples in
the studies above were conducted with white
male military personnel; we need to know more
about the experiences of women soldiers and sol-
diers from other ethnic groups. We also need to
know more about the experiences of children
whose parent has PTSD due to military trauma.
The current breath of knowledge from the find-
ings of qualitative research is very small—more
research on the topic of military trauma is war-
ranted. We are just beginning to understand the
meaning of these experiences.

10.3.4 Sexual Abuse Trauma

Sexual abuse comes in many forms (e.g., forced
sexual intercourse, unwanted sexual touching or
threats, incest, child molestation, drug facilitated),
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and is perpetrated on anyone from any type of
cultural population, young or old, female or male.
The impacts of these types of assaults are varied
and widespread with research focusing on many
aspects of this violating crime. Because of the
pervasiveness of sexual abuse trauma, it is often
accompanied by physical abuse as noted in many
of the studies we reviewed (e.g., Clum et al.
2009; Jager et al. 2010; Ungar et al. 2009). Due
to the large number of qualitative studies on sex-
ual abuse trauma that include physical abuse, we
focus here on our learning from the sexual abuse
literature in general.

Also, of note, we excluded mixed method
studies in this section. We concur with Creswell
and Zhang (2009), in their attempt to clarify
some of the ambiguity around mixed methods
approaches noting the studies they reviewed were
“not called mixed methods, do not use explicit
systematic mixed methods procedures, and have
not been analyzed to use as models for designing
mixed methods research on trauma topics”
(p- 612). In the sexual abuse literature, we saw
how “qualitative data” (interviews) were used to
enhance quantitative findings or qualitative data
was quantitatively analyzed (e.g., Deering and
Mellor 2011). Thus, we focus solely on studies
that used clear qualitative methods in their meth-
odological descriptions.

Researchers have used qualitative methods in
the field of sexual abuse for a number of reasons.
Some studies used qualitative methods to develop
quantitative measures (e.g., Giraldo-Rodriguez
and Rosas-Carrasco 2013) in order to study sex-
ual abuse phenomena in more depth for new
information, meanings, and understanding. One
author (Ullman 2005) described her transition
from quantitative to qualitative methods in order
to study female advocates and clinicians who
provided services for sexual assault survivors.
She was interested in the possibilities for depth of
knowledge and the inductive theory-building
qualitative methods can offer. Additionally, a
number of authors discussed the best qualitative
methods to use in the field and the best ways of
using those qualitative methods to study abuse
(e.g., Hall 2011 discussed a constructivist, narra-
tive, feminist perspective to study women surviv-

M.J. Buchanan and P. Keats

ing childhood maltreatment; Morrow 2006 wrote
about feminist collaborative research with sexu-
ally abused women; Sorsoli and Tolman 2008
discussed a narrative “listening guide” method
analyzing interview data about sexuality and sex-
ual abuse). Teram et al.’s study concerned with
counselors developing research sensitivity when
working with survivors suggested integrating
grounded theory and participatory action research
methods to promote the possibility of empower-
ing sexual abuse survivors to voice their perspec-
tives on how to best meet their needs and inform
professional practice in the area.

In terms of the specific qualitative methods
used in this field, we found that the three most
common, in this order, were phenomenology
(e.g., interpretative phenomenological analysis,
hermeneutical-phenomenological, existential
phenomenology), grounded theory, and narrative
methodologies (e.g., life story construction, criti-
cal narrative, narrative content analysis).
Although focus group methods were noted in
some studies, they tended to be used in research
in international settings or for topics that involved
cultural issues (e.g., Moreno 2007; Williams
et al. 2012). There was only one actual ethno-
graphic study; it explored the experience of
numbing emotional pain for African American
women (see Ehrmin 2001). Other random quali-
tative methods included a cross-case analysis
looking at patterns of adolescence dating vio-
lence (Martsolf et al. 2012), the content analysis
of therapy transcripts and participant diaries
(Lev-Wiesel 2006), and analysis of “free listing”
and “key informant” interviews (see Murray
et al. 2000).

From the review of sexual abuse literature cit-
ing qualitative methods, we noted a very wide
variety of topics in the area, with the most com-
mon topics being some aspect of childhood sex-
ual abuse (CSA) (e.g., Stige et al. 2013, on
help-seeking among women who suffered child-
hood trauma; Isely et al. 2008, on how clergy-
perpetrated CSA affects adult men survivors;
Kisanga et al. 2010, on legal system perceptions
of CSA) or domestic violence (e.g., Band-
Winterstein and Eisikovits 2009, on intimate
partner violence [IPV] over a life span; Davis
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2002, on the inner resources of abused women,;
Hogan et al. 2012, on counselors’ experiences of
working with male victims of female-perpetrated
domestic abuse). Additionally, researchers
looked at many different populations affected by
sexual abuse; for example, Puerto Rican addicts
(Hardesty and Black 1999); homeless adoles-
cents (Haldenby et al. 2007); romantic partners
of CSA survivors (Del Castillo and Wright 2009),
and pregnant mothers (Coles and Jones 2009) to
name just a few. Researchers also explored the
experiences of service providers for sexual abuse
and domestic violence survivors such as nurses’
experiences of, and role as health care provider
for, women experiencing IPV (Higgblom and
Moller 2007); the impact of vicarious trauma on
professionals involved in child sexual abuse cases
in Malaysia (Nen et al. 2011), and professionals
involved in high-profile CSA controversies such
as “practitioners and/or academics in the fields of
psychology, social work, psychiatry, sociology,
and law” (Mildred 2004, p. 102).

From these and other studies reviewed, we
note specific contributions to the field in under-
standing therapeutic issues around sexual and
physical abuse (e.g., sexual abuse experiences,
issues arising, effectiveness of treatment pro-
grams); impacts on individual and family life;
health care issues that arise for survivors and ser-
vice providers; coping and resilience; and the
effects of prevention and treatment programs.
Although most studies we reviewed had smaller
numbers of participants (an average of about 30
with 88 being the largest group and four being the
smallest) and the results are not generalizable to
the greater population, some important insights
were reported.

The most common research topic was in the
area of CSA and the impact on family relation-
ships. Researchers found that abuse has a strong
developmental impact that creates systemic prob-
lems throughout life (Isely et al. 2008), with
abused participants struggling to trust others or to
give and receive love (Roberts 1999). This gap
creates significant problems for families; espe-
cially when it came to the processes of mother-
hood. From the moment some abused women
conceive, they report how their partners are sexu-
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ally coercive, failing to understand or accept
pregnancy and its nuances (Shamu et al. 2012).
There are also impacts for service providers when
assisting survivors of CSA to cope with medical
care related to perinatal examinations (Coles and
Jones 2009) and other types of sexual and repro-
ductive health care (Ackerson 2012). When chil-
dren are born and raised by CSA survivors,
mothers may sometimes feel repressed emotions
arise when they see their young children’s inno-
cence at a similar age to when they were abused
as children (Erdmans and Black 2008). Some
daughters found their mothers (CSA survivors) to
lack maturity and struggled with feeling affec-
tionate towards their mothers, or differentiating
from them (Voth et al. 1999). If there are repeated
patterns of sexual or physical abuse in the family,
children’s disclosure of abuse becomes more
risky and difficult especially if they witness the
same abuser assaulting their mother (Alaggia and
Turton 2005). Researchers noted the importance
of children disclosing abuse (i.e., non-disclosure
leading to self-destructive behaviors, greater risk
of teen pregnancy) and the need for them to have
a receptive and supportive audience so that pro-
tection can be given (see; Alaggia and Turton
2005; Erdmans and Black 2008; Lev-Wiesel
2006). This protection is also critical to prevent
adolescents from being silent or complacent to
dating violence (Martsolf et al. 2012). According
to Ungar and colleagues (2009), there is a high
rate of non-reported abuse in youth due to their
fears of the negative consequences of disclosure.
This leads to the second most common research
area in the sexual abuse literature: the processes
and efficacy of therapy.

There are a number of studies looking at
the participants’ experiences of therapy and the
developments that take place in the process.
The most prominent finding in these studies is the
importance of survivors telling their story and the
different ways that researchers have conceptual-
ized the processes around disclosure from par-
ticipant experiences (see Del Castillo and Wright
2009; Hirakata 2009; Martsolf and Draucker
2008; Nehls and Sallmann 2005). For example,
Del Castillo and Wright discuss three types of
experiences in the process of disclosing CSA to a
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romantic partner to emphasize the risks survivors
take in telling a partner about their history: strug-
gling in private about the disclosure; the experi-
ence of disclosing, and the aftereffects of
disclosure. As shown above, the risk of disclos-
ing is lessened with the presence of a receptive
audience. Researchers have also explored the
types of therapeutic conditions necessary in a
strong alliance because prolonged periods of
self-reliance are common before help-seeking
takes place (Stige et al. 2013). For example,
Hirakata (2009) names a number of factors par-
ticipants in her study emphasized for a safe and
trusting relationship where the therapists:
(a) reciprocate a sense of trust and confidence in
their clients, (b) allow periods of conflict that pro-
vide an opportunity for clients to experience inter-
personal tension in a healthy and reparative
manner, and (c) simply be there for clients in a way
that communicates a sense of support and commit-
ment to the clients’ reparative journey [... and]
having their therapist (a) challenge old patterns
and beliefs; (b) know them in a manner that
extended beyond words; and (c) model a new way
of being that enabled them to better connect with

themselves, others, and the world.
(Hirakata 2009, p. 309)

Alliance is also emphasized for families of
children who have disclosed abuse, with a spe-
cific emphasis on building an alliance with the
caregivers so that they are able to support the
child in the process of therapy (see Jensen et al.
2010).

Another aspect of the therapeutic process is
the qualitative study of selthood and identity. For
example, Hardesty and Black (1999) found that
motherhood provided a grounding identity and
lifeline for some women who were challenged by
poverty, marginalization, and abuse. Saha and
colleagues (2011) found that through the therapy
process, participants moved from articulating a
traumatized self to a more enduring sense of self.
In another study where Spermon and colleagues
(2013) were studying child maltreatment in rela-
tion to interventions and training, they specifi-
cally noted the importance of supporting the
development of a positive selfhood.

Qualitative studies have also investigated how
abuse survivors cope with their experiences of
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abuse. Highlighting a few studies in particular,
Clum and colleagues (2009) looked at CSA sur-
vivors’ coping in relation to their sexuality;
Draucker (1999) explored how women used
practical everyday tasks to cope with family vio-
lence; Darlington (1996) investigated both physi-
cal and mental escape as important aspects of
coping; Wang and Heppner (2011) conceptual-
ized a model for coping to support culturally
appropriate interventions for survivors from col-
lectivist contexts; and Williams and colleagues
(2012) explored transactional sex as a survival
strategy used mostly by girls in Rwanda to cope
with adversity and its implications in terms of
child protection.

In terms of health issues and abuse in particu-
lar, there are qualitative contributions to the lit-
erature showing a clear link between HIV/AIDS
infection and domestic violence (Clum et al.
2009; Moreno 2007; Murray et al. 2006; Shamu
et al. 2012). These studies all emphasize educa-
tion about disclosing an infection, debunking
some of the myths and superstitions about HIV/
AIDS that create the grounds for infection of
young girls specifically, and working in cultur-
ally appropriate ways to reduce the stigma and
stereotypes about the disease.

There are also a number of studies looking at
perpetrators of sexual and physical abuse crimes.
For example, Bletzer and Koss (2012) are inter-
ested in the outcomes of restorative justice and
noted the importance of remorse and empathy
during an apology when perpetrators had
increased knowledge about their victim/survivor.
Other research has looked at perpetrator charac-
teristics in both male (e.g., Moulden et al. 2010)
and female abusers (e.g., Flinck and Paavilainen
2010; Gannon et al. 2008). Qualitative research-
ers also investigated the experiences survivors
reported from specific types of perpetrators such
as clergy (Isely et al. 2008) and teachers (Moulden
et al. 2010). There are also a number of studies
looking at the effects of participating in the legal
system and its failings when persecuting the
accused (e.g., Kisanga et al. 2010).

Future considerations for gathering qualitative
evidence for sexual abuse trauma should include
researchers writing clearer descriptions and more
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elaborate explanations of their methodological
approach, as it was less common for us to see a
thorough overview of procedures or explanations
of methodology. For example, Coles and Jones
(2009), and Isely et al. (2008) described their
qualitative method as a “thematic analysis” with-
out a framework for how they approached, under-
stood, or decided on the themes they developed
from their interview data. Also, there were very
few studies that looked at program evaluation or
treatment efficacy from a qualitative perspective,
although many of the studies we noted in this
section focus on implication for practice as part
of their conclusions (e.g., policy/program change
for studies done in international settings in the
developing world, studies related to cultural
aspects suggest cultural considerations for prac-
tice). Finally, there were vary few studies of men
as survivors of physical or sexual abuse and this
area can certainly be expanded.

10.3.5 First Responders and Trauma

As noted in some sections above, professionals
on the frontline have multiple challenges when
working with survivors or victims in a traumatic
context and have a much higher risk (5-40 %) of
developing psychological distress, PTSD, and
other types of psychopathology than the general
population (Thompson and Wild 2012).
Generally, these first responders are profession-
als who arrive first at the scene of an emergency,
conflict, or disaster and can provide some kind of
service related to the crisis including prehospital
care (Shakespeare-Finch 2012). For example,
nurses arriving to a disaster event would need to
determine “where to begin their relief efforts and
what skills are going to be required” (Yin et al.
2012, p. 265). Professionals in this category are
most commonly medical personnel (e.g., doctors,
nurses, paramedics), firefighters, police, and sol-
diers. More recently, journalists and photojour-
nalists have also been recognized as first
responders on the scene to report these types of
events and who face considerable risk for trau-
matization as a result (Newman and Ochberg
2012).
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The vast majority of studies on first respond-
ers use quantitative methods, with some begin-
ning to use a mixed methodology approach. For
those studies that use only qualitative methods,
the research designs vary considerably and it is
rare that researchers offer a clear description of
their methods or rationale for their approach.
Individual interviews (with some type of content
analysis) and focus groups were most common
formats for gathering data. There were a very
small number of researchers who used textual
data such as participants’ written accounts (e.g.,
Jonsson and Segesten 2003; Wolf and Zuzelo
2006) or workplace observations (e.g., Keats and
Buchanan 2013; McGibbon et al. 2010). The
common topics researchers explored include the
professionals’ experiences of stress, traumatic
stress, and coping with some studies focusing on
specific events (e.g., Sloand et al. 2012, looking
at nurses experiences in the recent Haitian earth-
quake), or specific subgroups of the profession
(e.g., Menendez et al. 2006, looking at New York
City firefighters and their spouses). Below we
outline the qualitative evidence we gathered from
the studies in this trauma-related area of first
responders.

Medical professionals were the most highly
studied group of first responders for qualitative
researchers. First, the medical profession has
recently recognized physicians’ stress more for-
mally and discussed it in relation to the pressures
physicians feel as a result of acute patient care
(Meier et al. 2001). Meier and colleagues (2001)
described the risk factors and effects of vicarious
traumatization and secondary trauma with a sug-
gested model for self-regulation and encouraging
physicians to “take an active role in identifying
and controlling those emotions” (p. 3007). In a
more recent study, Woolhouse et al. (2012) asked
family physicians about the emotional impact of
patient care related grief (e.g., sorrow, isolation,
joy), experiences recounting patients’ death or
tragedies, and coping strategies (e.g., developing
different practice styles, relying on teamwork). In
a similar vein, Hadfield and colleagues (2009)
explored physicians’ experiences of working
with patients who self-harm in emergency units
and noted how they attended to the harm to
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patients’ bodies, and either expressed or silenced
their own values and beliefs about patients’
behaviors. All of these studies incorporate the
doctor—patient relationship and the necessity of
self-care around stress affects.

Second, the nursing profession has done
much work on understanding the aftermath of
nurses’ responses to traumatic events involving
patient care (e.g., McGibbon et al. 2010; Wolf
and Zuzelo 2006). From qualitative studies
(e.g., phenomenological, grounded theory, nar-
rative), we note some specific areas of research
related to nurses’ work such as dealing with
women who have been violently assaulted (e.g.,
Gates and Gillespie 2008; Higgblom and Méller
2007; Maier 2011), nursing children after a
disaster (Sloand et al. 2012), dealing with organ
donation (Regehr et al. 2004), or in the after-
math of a terror attack (Somer et al. 2004).
These researchers note how difficult these
events are for nurses, sometimes leaving them
feeling hopeless, incompetent, isolated, unsafe,
or experiencing burnout. Most studies empha-
size the organizational culture and hierarchical
structure of the medical profession as being key
factors in nurses’ experiences of stress. Strong
teamwork between peers and supervisors;
appropriate care for patients; and organizational
changes were all highlighted as helpful in cop-
ing with traumatic events.

Finally, within the emergency medical ser-
vices, professionals such as ambulance drivers,
paramedics, and emergency medical technicians
experience traumatic  stress.  Specifically,
researchers have explored aspects of traumatic
stress for professionals who work in ambulance
services such as looking at occupational stressors
(Mahony 2001), the meanings and effects of trau-
matic events (Jonsson and Segesten 2003), and
how workers cope with resuscitation attempts on
patients in traumatic events (Davies et al. 2008).
These studies also point to organizational issues
as a barrier to coping leaving the professional to
develop more personal aspects of coping such as
expressing feelings in a safe environment, sup-
porting one another after a critical incident, tak-
ing brief time-outs, and accepting their own
limitations in the work. Regehr (2005) notes the
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spouse and family as important coping resources
for these professionals and suggests adding pro-
grams to enhance family relationships into orga-
nizational support systems. Finally of note for
these professionals is a study by Halpern and col-
leagues (2009) who looked at the repercussions
of debates around critical incident stress debrief-
ing for EMT professionals. Without clear emo-
tional support after a critical incident, workers
are left feeling vulnerable and stigmatized if
there is no affective intervention for assistance.
These researchers suggest that supervisors and
front-line workers be educated to recognize these
types of events and responses, and then act sup-
portively to the professionals involved.

Police officers are also an important profes-
sion of first responders. Although there are few
qualitative studies in the field, there are some
important findings generated through a number
of the research projects we found. Policing is a
male-dominated profession and, as such,
researchers have noted that officers tend to speak
less often about traumatic situations and their
effects with each other (Backteman-Erlanson
et al. 2011; Tehrani and Piper 2011) and more
often with a close family member or friend
(Evans et al. 2013). Interactions with fellow offi-
cers tend to be more on the level of black humor
rather than emotional talk (Evans et al. 2013;
Shakespeare-Finch 2012). One study (critical
incident technique) of officers on police teams
investigating Internet child exploitation showed
the importance of collegial relationships and
organizational supports, such as stress inocula-
tion, to assist coping with this traumatic material
(Burns et al. 2008). Finally, there were a number
of unpublished doctoral dissertation studies using
qualitative methods to explore police or police
services and traumatic stress. For example,
Ferguson (2005) explored the trauma effects of
police officers’ working crime scenes; Troxell
(2009) investigated the experiences of 9-1-1 tele-
communicators; Picore (1997) looked at women
officers and stress; and Pickens (2011) studied
coping strategies from critical incidents in law
enforcement.

Firefighters are also included in the first
responder group. Reviewing the literature for
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qualitative studies, we only found two published
papers. De Soir (2012) and colleagues looked at
the disaster-related experiences of both fire and
emergency medical professionals. Using a phe-
nomenological approach, firefighters reported
more concern for threats and exposure to death
than medical personnel likely due to the differ-
ences in their training. In addition to the shock of
the magnitude of the event (the 2004 Ghislenghien
gas explosion in Belgium), they were affected by
the death of colleagues, the involvement of
friends and family, and their exposure to burn
victims (over 150 people hospitalized with
burns). Menendez and colleagues (2006) studied
the effects on spouses and families of firefighters
after the 2001 attacks on the World Trade Center
in New York using focus groups. They found
women depending on each other to cope with the
emotional impact of the event and being more
vigilant in helping family members manage the
impacts.

Finally, qualitative studies of journalists and
photojournalists who report and photograph
trauma, disaster, and conflict show similar strug-
gles to those found in other organizations of first
responders. Most qualitative studies we found
looked at the trauma effects for journalists in and
after their work (Keats 2012; Keats and Buchanan
2011, 2013). These professionals were shown to
be resilient and resourceful with a unique set of
coping strategies such as managing well with fre-
quent exposure to the abnormal and unusual, yet
reacting strongly to more common events where
they could personally identify the circumstance
as similar to their own life situations (Keats and
Buchanan 2011). They also had similar issues
found in other first responder groups such as anx-
iety, depression, PTSD, lack of communication
about trauma events among peers, organizational
difficulties related to workplace stress, and lack
of help-seeking (Buchanan and Keats 2011).
Much work has been done to support news work-
ers in recent years through the development of
the Dart Center for Journalism and Trauma (see
www.dartcentre.org) which offers a myriad of
resources, peer support, and training for students,
working journalists, and journalism educators.
For example, Dworznik and Grubb (2007)
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explored trauma training in journalism programs
in order to prepare students for their own emo-
tional reactions as well as those of witnesses and
traumatized survivors they would interview or
photograph on the job.

10.4 Knowledge Transfer
Strategies

How can qualitative evidence about trauma issues
be translated to or influence health policy and
practices in the field of traumatic stress?
Knowledge translation (KT) is defined by the
Canadian Institutes of Health Research (CIHR)
as a dynamic and iterative process that includes
synthesis, dissemination, exchange, and ethically
sound application of knowledge to improve the
health of Canadians, provide more effective
health services and products and strengthen the
health care system. Using this definition, we out-
line below issues arising regarding the dissemi-
nation of qualitative research findings.

It is common for qualitative researchers to dis-
seminate the results of their studies through con-
ference presentations and publications in
peer-reviewed journals. It is also common for
researchers to present their qualitative findings in
other more creative and accessible formats that
are tailored to the specific audiences interested
in, and influenced by, the questions explored. For
example, media formats such as books, pam-
phlets, and photography have been used to trans-
late topics like self-care and resources available
for journalists, and films that translate knowledge
about treatment for soldiers and veterans have
been produced (see the films “War in the Mind”
at http://www.judyfilms.com or “The Difficult
Return” by M. Balfour at Griffiths University,
Australia). Research participants have been part
of a research team who develop and present
research findings at academic conferences or
public performances (e.g., women prisoners’
productions from a CIHR grant on prison health
in Mo Korchinski’s YouTube video “The
Revolving Door” at http://www.youtube.com or
visit the website designed by incarcerated women
at  http://www.Womenin2Healing.org). Other
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examples include vicarious witnessing in con-
centration camps (see http://www.ccfi.educ.ubc.
ca/publication/insights/v13n02/articles/keats/
index.html) and artistic displays of drawings,
paintings, or sculpture that show the impact of
interventions that developed out of research work
into domestic violence and sexual abuse.

Qualitative research is also leading the way in
welcoming knowledge users —or stakeholders—
to engage in the full research process through
action-based research. Through methods such as
collaboration, action-orientation, and co-
production participants are highly involved in
helping to shape relevant research questions,
connecting with potential participants, collecting
and analyzing data, and participating in dissemi-
nating the findings to their peers and other inter-
ested and influenced parties.

According to Ciliska (2012) there is a clear
hierarchy in evaluating quantitative studies in the
literature as the “best evidence” in health
research. This hierarchy moves down the ladder
from systematic reviews of randomized con-
trolled trials, through such evidence as random-
ized controlled trials; systematic reviews of
nonrandomized or cohort studies; cohort studies;
case control studies; case studies; case reports;
ideas, editorials, opinions; and animal research,
to in vitro (test tube) research as the final type of
literature on the ladder. She notes specifically
how this ladder does not include qualitative
research and contends that this is because quali-
tative evidence “answers questions about experi-
ence or meaning” which has its own parallel
hierarchy (albeit one that she does not define).
She also notes that queries about answers to qual-
itative research questions have been misclassified
in PubMed under the rubric of health service
research and therefore, not a likely place where
most people would look for qualitative answers.

Finally, Murphy et al. (2011) emphasize the
importance of qualitative research in providing
information that is essential in fully informing
people involved in making health policy deci-
sions. Specifically, they mention how the findings
from qualitative research can be useful: findings
can include such information as richly descrip-
tive data from different perspectives (e.g., provid-
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ers, clients) about health-related interventions
(and their implementation); effects of health-
related programs; experiences of different popu-
lations; or the meaning and experience of
environmental factors such as diversity, culture,
and context. This type of evidence-based infor-
mation is a critical contribution for informing the
planning of health-related programs and inter-
ventions for diverse population groups experi-
encing traumatic stress.

10.5 Future Directions

The value of qualitative research is well known in
the social and human sciences (Creswell et al.
2011; Denzin and Lincoln 2005). Qualitative
research brings “real world” issues into the clini-
cal setting, assisting practitioners working with
trauma survivors. It brings in-depth understand-
ing and has the potential to illuminate the com-
plexity of personal experience. As Creswell and
colleagues report for the Office of Behavioral and
Social Sciences:
A salient strength of qualitative research is its
focus on the contexts and meaning of human lives
and experiences for the purpose of inductive or
theory-development driven research. It is a system-
atic and rigorous form of inquiry that uses methods
of data collection such as in-depth interviews, eth-
nographic observations, and review of documents.
Qualitative data help researchers understand pro-
cesses, especially those that emerge over time, pro-
vide detailed information about setting or context,
and emphasize the voices of participants through
quotes. Qualitative methods facilitate the collec-
tion of data when measures do not exist and pro-

vide a depth of understanding of concepts [...].
(Creswell et al. 2011, p. 4)

Bessel van der Kolk and Christine Courtois,
world-renowned traumatologists, contend that
“omitting or marginalizing qualitative research
may impede scientific progress” (2005, p. 6). We
agree that there is an urgent need to promote the
benefits of qualitative evidence to the field of
traumatic stress studies. This text is a beginning,
and hopefully trauma journals will reconsider
their mandates on publishing only quantitative
studies. Now is the time for qualitative research-
ers in the field of trauma to give serious
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consideration to producing a qualitative journal
on traumatic stress studies to address the inequi-
table balance of quantitative knowledge over
qualitative evidence. As this chapter confirms,
there is much to learn from qualitative research
about psychological trauma.
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Melanie A. Beres and Frances Bird

What do young people need to know about sex
and sexuality? How can we help young people
navigate potential risks associated with sex?
When and how do we teach young people about
sexual pleasure? The answers to these questions
vary widely depending on the location and con-
text within which one is situated. An examination
of abstinence-only teaching coming out of con-
servative Christian values teaches that young
people need to know that sex is for marriage, that
there are a lot of dangers and risks associated
with sex, both physically and spiritually, and the
pleasures of sex are to be discovered within the
bounds of marriage. In other contexts, a risk-
reduction approach is taken. From this perspec-
tive, young people need to know the biology
associated with sex and sexuality, how to make
choices around contraception, how to prevent
sexually transmitted infections (STIs) and how to
negotiate their sexual boundaries with their
partner(s). Within a comprehensive view of sexu-
ality education, a holistic approach is taken,
which is concerned with the physical, social,
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emotional and spiritual approach to sexuality
education. Biology, contraception and prevention
of STIs still play a role, but are part of a broader
focus on working with young people to explore
their values and attitudes, and develop knowl-
edge and skills, about sexuality and relationships.
Within this approach, desire and pleasure are
acknowledged as positive and enjoyable aspects
of sex.

Family Planning takes a comprehensive
approach to sexuality education. In this chapter
we discuss how evidence from qualitative
research provided the necessary foundation to
create a shift in Family Planning’s programming
from a risk-reduction model to a comprehensive
approach to sexuality education.

11.1 Family Planning

Family Planning, a not-for-profit, nongovern-
mental organization, started running clinical and
advocacy services over 70 years ago. The organi-
zation has provided sexuality education programs
in schools and in the community for over 35
years. It also currently provides clinical training
for doctors and nurses, education training and
support for teachers, health and community
workers in New Zealand and the Pacific. The pro-
grams offered by Family Planning are developed
within the organization and designed to serve the
unique needs of the New Zealand population.
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Public outreach is achieved through social marketing
campaigns and events for the wider community.
Almost all of its public health work in schools
and the wider community is funded through Vote
Health (tax) money via the central government’s
Ministry of Health.

Since December 2011 it has been compulsory
to teach sexuality education in New Zealand
schools from years 1 to 10 (ages 5-15) in all
English-language schools. Family Planning is the
largest external provider of school-based sexual-
ity education in New Zealand. It is also the larg-
est provider of sexual and reproductive health
resources, sexuality education teaching materials
and teacher training.

To meet the standards set by the Ministry of
Health (2014), resources are required to be
“technically accurate” (p. 5) and information
provided to the public is required to be accurate
and “knowledge-based” (p. 19). Staff are
required to deliver “evidence-based, quality
health promotion services” (Ministry of Health
2014 p. 22). An over-arching program logic
model underpins all Ministry of Health public
health and sexual health service contracting,
and all contracted Family Planning health pro-
motion and education services. Program logic
identifies the desired outcomes, and maps the
service provisions likely to best meet the out-
comes, based on a range of what is currently
considered best-practice and evidence. In other
words, the Ministry requires that Family
Planning justifies the content and delivery of its
education programs and resources based on
evidence demonstrating the effectiveness of the
approaches within their programs.

Consistent with the World Health Organization
definition of sexual health (WHO 1986), Family
Planning takes a holistic approach to sexuality
education. Their sexuality programs seek to
equip young people with the knowledge, skills,
attitudes and values they need to determine and
enjoy their sexuality—physically and emotion-
ally, individually and in relationships. They view
sexuality within the context of emotional and
social development (IPPF 2010). Therefore, they
enable learning about the emotional, social,
physical, biological and spiritual aspects of grow-
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ing up: relationships; sex; human sexuality; and
sexual and reproductive health. It goes beyond
biology and involves young people in expanding
knowledge, exploring attitudes and developing
skills in order to lead fulfilling and healthy lives,
to have enjoyable relationships and to take
responsibility for their sexual and reproductive
health and well-being.

11.2 Qualitative Evidence
in Sexuality Education

Family Planning uses several sources of evidence
to create their programs. Qualitative evidence,
alongside some quantitative research, has been
instrumental in the development of the content of
their programs as well as designing effective
delivery. This chapter focuses on how qualitative
evidence has shaped the content of sexuality edu-
cation and health promotion materials. The most
significant impact of qualitative research has
been in shaping the overall philosophy and
approach to sexuality education. In Part 1, we
detail how qualitative evidence provided the cata-
lyst for a major change in the focus of sexuality
education from a risk-reduction model to a com-
prehensive approach to sexuality education that
includes a focus on pleasure and agency. In this
section, we outline two factors that have influ-
enced this shift: the turn toward a social construc-
tionist view of sexuality in the social sciences;
and research with young people detailing their
experiences and desires about sex and sexuality
education. This shift was the result of a growing
body of research and the introduction of new
theoretical ideas to understand sex and sexuality.
In Part 2, we describe how particular qualitative
research projects have directly impacted the
development of specific Family Planning
resources and teaching tools. While qualitative
evidence has been instrumental in many different
areas, we examine four in particular: (1) under-
standing complex sexual decision making pro-
cesses; (2) recognizing the need for a program;
(3) directing the development of resources; and
(4) developing resources for small unique
populations.
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11.3 Part 1: Shifting Paradigms

State sexuality education in New Zealand had its
roots in moral education, and Family Planning
originally focused on education about contra-
ception, and the anatomy and physiology of sex,
“leading to an appreciation of the nature of sex-
ual desire” (Smyth 2000). By the late 1980s and
beyond the focus was broader, and included
other aspects of sexuality. The urgency of Human
Immunodeficiency Virus (HIV), along with sex-
ually transmitted infection (STI) prevention, and
prevention of unplanned teenage pregnancies
has dominated public health discourse and
approaches since that time. Sexuality education
at Family Planning has experienced a major shift
over the past 10 years. This shift, alluded to ear-
lier, expanded the scope of sexuality education
beyond describing the biological components of
sex and risk reduction and toward more compre-
hensive education. While the roots of the shift
rested in theoretical interventions from the
1980s, qualitative research taking up these
developing theories demonstrated that the theo-
retical ideas were useful for understanding sexu-
ality education and made them accessible to
practitioners and educators. It is not possible to
detail the entire bodies of qualitative work here;
instead we focus on a few key ideas that have
been instrumental in shaping sexuality educa-
tion. We highlight the theoretical ideas that
formed the basis for this change and subse-
quently describe some of the qualitative litera-
ture that translated these theories into
implications for practice.

The theoretical roots of the bodies of research
integral in shaping sexuality education today rest
at least partially in the writings of Michel
Foucault. Foucault’s work sheds light on previ-
ously uninterrogated aspects of sexuality. Of par-
ticular relevance to sexuality education is
Foucault’s concept of discourse (Foucault 1972,
1978a).

In his work on the history of sexuality,
Foucault emphasized the socially constructed
nature of sexuality (Foucault 1978a, b; 1986). He
draws attention to the way that understandings
about sexuality are socially, culturally, tempo-

rally, and politically contingent. In other words,
the way sexuality is viewed today is not the only,
the best, or most natural way to understand sex
and sexuality. It is but one way. Other cultures
and other societies today and throughout history
view sexuality very differently.

To further understand how sexuality is located
within social and temporal spaces it is important
to bring in Foucault’s earlier work on discourse
and power. Discourses are sets of statements that
represent assumptions about the social world
(Foucault 1972). These assumptions highlight
latent level concepts: beliefs or ideas that are not
often thought about; ideas that are taken-for-
granted “truths” about the social world. In any
social context, there are multiple competing dis-
courses, but there are always dominant discourses
that represent the ubiquitous social beliefs about
a particular topic. In addition, there are always
competing discourses: alternative ways of under-
standing the social world. For example, one of
the most dominant discourses that shapes the
understanding of sexuality in many Western cul-
tures is the male sexual drive discourse (Hollway
1984). The male sexual drive discourse rests on
the belief that men have an insatiable sex drive
and are forever in search of sex. Within the male
sexual drive discourse heterosexuality is con-
structed to satiate this drive. Women are thus
positioned as gatekeepers, as responsible for
“keeping their heads” and making responsible
sexual decisions (in terms of when and where to
have sex, and also in terms of ensuring that the
sex is “safer”).

Discourses open up particular spaces for
action and make some decisions and actions
seem more readily available than others. For
example, the male sexual drive discourse opens
up space for male-initiated sex. Within this dis-
course men’s sexual drive is viewed as natural
and insatiable. This belief can shape whether or
not a young woman agrees to have sex. She may,
for example, see it as her job to have sex with a
man because of his perceived sexual needs.

One of the challenges of working with post-
structural theories, like Foucault’s work, is that
they often work at the abstract level and it can be
difficult to find their practical implications. This is
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where a body of qualitative research has been
instrumental. Here qualitative researchers stepped
in and engaged with the theory to find more prac-
tical implications. For example, (Jackson and
Weatherall 2010; Weatherall and Jackson 2004)
conducted observations of sexuality education
delivery in schools and focus groups with students
in those classes. The data were collected prior to
2004 and analyzed using discourse analysis. They
identified a number of discourses present in both
the teaching of the classes and in the way the stu-
dents talked about sexuality education. The stron-
gest discourses were those of victimization and
the coital imperative. The discourse of victimiza-
tion emphasizes the dangerous and/or risky poten-
tial in sex, at the expense of discussions of
pleasure or other positive outcomes of sex and
sexuality. The coital imperative is a term used to
describe the implicit definition of sex referring
exclusively to penile vaginal penetration without
any consideration for alternate forms of sex and
pleasure (Jackson 1984). These two discourses
were found to dominate teaching practices and
student’s views of about sexuality education.
Another researcher working at the level of dis-
course is Louisa Allen. She conducted a large-
scale qualitative study including ten focus groups
with 78 students and interviews with 81 high
school students about their experiences in sexual-
ity education (Allen 2005). A discourse analysis
of the data revealed that students were operating
with a different set of discourses than were school
administrators and teachers. The most striking
difference was that young people were construct-
ing themselves as sexual subjects; they saw them-
selves as sexual people with desires and the
possibility of experiencing pleasurable sexual
relations (Allen 2007). At the same time, young
people perceived that adults set the agenda for
sexuality education based on their own goals of
behavioral change and risk reduction (Allen
2008). They described this education as inade-
quate as it did not equip them for understanding
themselves as sexual beings and did not deal
with, for example, issues such as abortion or teen
pregnancy (Allen 2008). As part of her research
described above, participants were also asked to
do two card sorts. They were given a stack of
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cards with various topics that are often covered in
sexuality education. The participants sorted topic
cards into piles related to how well the topics
were covered in their sexuality education and a
second sort based on what they want their sexual-
ity education to cover. The sorting exercises
formed the basis for discussions about sexuality
education. Results suggest that students wanted
to know more about making sexual activity
enjoyable and about abortion and teen parenting.
The students were critical of sexuality education
that focused exclusively on negative conse-
quences and negative aspects of sexuality and
had a lot of questions about the positive and plea-
surable aspects of sexuality (Allen 2008).

Through the research of Jackson and
Weatherall (2010) and Allen (2008), Family
Planning was able to make a number of changes
to their programming. This research contributed
to the shift toward more comprehensive educa-
tion programs, inclusive of a pleasure and rela-
tionships focus, and no longer focused only on
STI and pregnancy prevention. In response to the
identification of the coital imperative, activities
were developed to help young people to under-
stand that a range of behaviors could be pleasur-
able and fulfilling. For example, in Year Nine, the
activities “Values About Sex” and “Reasons Lots
Do” reinforce the message that sex should be
wanted and pleasurable and “Sex etc.” affirms
that sex is more than penis-vagina intercourse
(Family Planning 2013a, b). The Year Ten activ-
ity “Hot Bods” focuses on coloring parts of male
and female bodies that may be erogenous zones
and pleasurable to have touched (Family Planning
2010a).

Family Planning also began to incorporate a
greater focus on pleasure throughout their pro-
gramming. For example in Year Ten (14-15 years
old) there is an activity called the “Pleasure
Package” (Family Planning 2010a). In this activ-
ity, students think about what they want from a
pleasurable sexual experience. Students are given
space to think about the setting (where and when
the activity might take place and ambiance), the
ideal partner (in terms of the type of relationship
and/or qualities in a partner) and activities that
they might enjoy. This activity has multiple
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purposes. It provides students with an opportu-
nity to think about and articulate their own values
and desires in a safe environment. Students learn
about how they think about pleasure while also
thinking about broader issues (like setting and
relationship context). It encourages students to
see themselves as agents in their own sexuality
and opens up possibilities for them to create the
types of relationships and experiences that will fit
for them.

When researchers and practitioners work at
the level of discourse they tap into unrecognized
assumptions about sex and sexuality. These
assumptions and beliefs are often so strong that
they play a large role in shaping sexual decision-
making. Addressing these beliefs indirectly and
directly can open up alternative spaces for action
or present other available decisions. By analyz-
ing how participants talked about sexuality edu-
cation, Allen (2005) and Jackson and Weatherall
(2010) were able to identify the discourses
deployed by the participants, and tap into under-
lying assumptions and beliefs. Through this anal-
ysis we learn that sexuality education can at times
come from a discourse of victimization that high-
lights the dangers of sex (Jackson and Weatherall
2010). This is in contrast to the way young peo-
ple see themselves as sexual actors (Allen 2005).
As a result of the research described above,
Family Planning shifted their focus from risk
reduction toward exploring ideas around pleasure
in the classroom.

Another branch of research utilizing discourse
analysis to understand sexuality education was
built on Michelle Fine’s articulation of the miss-
ing discourse of desire. In the 1980s, Michelle
Fine (1988) conducted an ethnographic study of
a high school in New York. The research included
classroom observations of hygiene classes, anal-
ysis of students’ fictional and autobiographical
writing and interviews with 55 students. Through
her analysis she identified what she labels “the
missing discourse of desire” (p. 29) to describe
how sexuality education fails to acknowledge
sexual desire as part of adolescents’ experiences.
Fine’s original paper describing the discourse has
been cited well over 1000 times, with many qual-
itative researchers taking up the discourse and
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identifying its use in a variety of contexts. So,
while the original work is contextually contin-
gent, the subsequent body of work demonstrates
the usefulness of the concept across a wide range
of social contexts.

One such researcher who built on Fine’s work
was Deborah Tolman, who conducted a qualita-
tive study interviewing adolescent girls to talk
about their experiences with sexuality education
(Tolman 2002). Her findings suggest that, unlike
boys, adolescent girls are not taught to be active
and desiring subjects and that “teenage girls con-
tinue to be denied entitlement to their own sexu-
ality” (p. 7). She argues that the development of
this subjectivity is important for young girls to
become “healthy” sexual adults. However, while
boys are granted sexual subjectivity and encour-
aged to develop their sexual selves, girls are left
as the mediators of boys’ sexual desire and thus
cannot have sexual desire of their own:

A gendered perspective on adolescent sexuality
offers more explanation for what is behind the
urgency of resisting girls’ sexual desire: Girls’ lack
of desire serves as the linchpin in how adolescent
sexuality is organized and managed. To the extent
we believe that adolescent sexuality is under con-
trol, it is adolescent girls whom we hold responsi-
ble because we do not believe boys can or will be.
(Tolman 2002 p. 15)

Tolman’s (2002) work uncovers how romance
and sex are gendered. Women and men are
expected to play certain roles when it comes to
sex. Men are supposed to be desiring subjects
while women are in a position of mediating and
controlling those desires. Here, Tolman brings
together Fine’s (1988) work on the missing dis-
course of desire with Hollway’s (1984) work on
the discourses of heterosexuality. Based on quali-
tative interviews with both women and men,
Hollway identified three main discourses that
govern heterosexuality. The most ubiquitous and
prevalent discourse is the male sexual drive dis-
course. As mentioned earlier, this discourse pre-
sumes that men are insatiable sexual subjects are
forever in pursuit of sex. Women are positioned
within this discourse as the objects through which
male sexual desire is, at least temporarily,
satiated.
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By putting the discursive work of Fine (1988)
and Hollway (1984) together, Tolman (2002)
describes how young women are positioned
within their sexuality education. Family Planning
picked up this work and added exercises to their
education programs that challenge assumptions
about men and women’s roles during sex, and
also challenged the underlying discourses related
to sexuality. For example, in the activity “Reading
the Rules,” Year Ten (age 14/15 years) students
identify how societal expectations of gender roles
and heterosexuality are learned through a range
of socialization processes (Family Planning
2010a). Students discuss how we are socialized,
draft a stereotypical romance story, identify the
recurring stereotypes and rewrite the stories with
the characters going against norms and stereo-
types. Following this, students identify possible
outcomes for people who do not fit in with norms
and stereotypical behaviors, and reflect on their
learning from the lesson.

The purpose and effect of the abovemen-
tioned activities go beyond challenging gender
stereotypes. Challenging stereotypes builds tol-
erance of difference. These exercises also chal-
lenge dominant discourses that shape sexuality
and in so doing open up alternate spaces for
action, producing, for example, narratives of
desiring young women or young men who are
not always interested in sex. Drafting alternative
romance stories gives students tangible alterna-
tives to the standard romantic “script.” These
types of exercises give young people permission
to make sexual decisions that challenge or trans-
gress heteronormative discourses that shape sex,
like the missing discourse of desire and the male
sexual drive discourse.

Jackson and Weatherall (2010) also noted the
emphasis on information based knowledge, which
students found descriptive but lacking in depth.
They argue that this leads to a knowledge—practice
gap with students knowing about, for example,
safer sex practices but not following them in their
own practices. Family Planning has responded to
this critique with a greater emphasis on teaching
and practicing skills, its teacher professional
development program, teaching resources, and
direct delivery of education programs.
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The poststructuralist turn in the social sci-
ences has had a tremendous impact on the deliv-
ery of sexuality education in New Zealand.
Qualitative research embedded within this para-
digm has impacted sexuality education. It has
shifted the focus from a risk aversion, biological
focus toward a comprehensive model of educa-
tion. It has done this in two ways: firstly, it has
contributed to a student-centered approach to
sexuality education that focuses on issues of
desire and pleasure in addition to biology and
risks associated with sex; secondly, the social
constructionist view of gender and sexual rela-
tionships has challenged dominant discourses
associated with sex.

11.4 Part2:The“Nuts and Bolts”

In the first part of the chapter we discuss how evi-
dence derived from qualitative research has built
on a theoretical change in the social sciences to
create a shift in the focus and goals of sexuality
education. In this second part we move to discuss
how qualitative evidence from individual studies
has impacted the programming created by Family
Planning in more direct ways. For example,
Weatherall and Jackson (2004) noted the empha-
sis on providing information based knowledge in
the programs in their study. Students recalled
definitions and explanations about STIs and con-
traception, which they found descriptive but lack-
ing in depth. As previously noted, Jackson and
Weatherall argue that an emphasis on informa-
tion in programs leads to a knowledge—practice
gap with students knowing about, for example,
safer sex practices but not following them in their
practices. What is implied, although not articu-
lated, is that the programs lacked skills compo-
nents where students could link information
based knowledge to the development of skills
such as critical thinking, and practical skills such
as communication and negotiation.

Family Planning has responded to this critique
with a greater emphasis on teaching and practic-
ing skills, within its teacher professional
development programs, the lessons and activities
it provides for teachers’ use, and direct delivery
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of education programs. Below are other ways that
Family Planning has incorporated evidence from
qualitative studies.

11.4.1 Reflecting Complex Decision-
Making Processes

Making sexual decisions is complex. Often advo-
cates for sexual health focus on a risk model of
sexual behavior and attempt to educate about
risks in an attempt to promote healthier sexual
behavior (Davis 2002). Qualitative research
using semi-structured interviews has highlighted
the complex nature of sexual decision-making,
suggesting that a risk-aversion approach to sex-
ual health promotion is not viable because young
people are weighing the perceived risks next to
the perceived benefits of having sex (Abel and
Fitzgerald 2006; Livingston et al. 2013). An
example of this takes place in the development of
Family Planning’s program about alcohol and
sexuality.

Research coming out of a risk model of sexual
behavior, which is largely quantitative, is clear
that consuming alcohol prior to sexual activity
decreases the likelihood that a condom will be
used, increases the likelihood of contacting an
STI and that alcohol is often used in cases of
acquaintance rape (Boden et al. 2011; Krebs
et al. 2009). This research does not account for
the complex decision-making processes that
young adults go through.

Recent qualitative research has shed light on
how young adults make decisions about their
alcohol use prior to sexual activity. This qualita-
tive research (see Abel and Fitzgerald 2006;
Beres and Farvid 2010; Livingston et al. 2013)
suggests that at least some young adults are aware
of the risks of using alcohol prior to sex; yet also
perceive benefits to using alcohol. For example,
results from 15 focus groups with adolescent
women suggested that alcohol was perceived by
this group to facilitate social interactions and
excuse unsanctioned (or taboo) behavior
(Livingston et al. 2013). These young women
reported that people who want to engage in sex
may choose to drink alcohol to make it easier to
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initiate sexual activity. Follow-up interviews with
young people in a variety of contexts suggested
that they perceived the risks as more distal than
they did the benefits associated with sexual activ-
ity (Livingston et al. 2013). Similarly, in an inter-
view study of adolescents, findings suggested
that participants perceived that the risks to their
reputation or relationship if they did not partici-
pate in sex were greater than the risks of catching
an STI (Abel and Fitzgerald 2006). The risk of
STI infection seems remote when compared with
the possible social benefits to the use of alcohol.
In another study, researchers interviewed young
women in two countries about their casual sex
experiences. A discursive analysis of their inter-
views suggested that, for many participants,
drinking alcohol allowed them to feel less guilty
about engaging in casual sex (Beres and Farvid
2010).

As a result of the qualitative evidence
described above, Family Planning developed
exercises that provide students with the opportu-
nity to work through their ideas and perceptions
of alcohol use before they are in that situation.
For example, in one activity the facilitator starts
with the question, “Why do some people choose
to drink alcohol and what influences how much
they drink?” Once students have brainstormed,
facilitators “explain that although some people
may drink alcohol to gain what they believe to be
positive effects, it can still have negative effects
on a person’s wellbeing” (Family Planning 2013a
p- 91). Students are then given a sheet to fill in
with the possible negative consequences of alco-
hol consumption for various aspects of well-
being including physical, emotional, mental, and
spiritual well-being.

In other exercises, students are presented with
scenarios that reflect the decision-making pro-
cess uncovered in the research described above.
For example, an exercise called “Status Update”
(Family Planning 2013a) builds directly on the
Livingston et al. (2013) study described above. In
the exercise, students are presented with possible
Facebook updates from peers looking for advice.
The scenarios highlight possible situations
involving alcohol, including someone getting
aggressive after drinking, or a guy always



180

“hitting on” the most “wasted” girls at a party
(Family Planning 2013a). One scenario in par-
ticular highlights the issues of balancing of per-
ceived benefits and risks highlighted by the
research described above:
I've started going to parties and hanging out with
my friends more. People say that the best place to
have sex is at a party after you’ve had a bit to drink
because it’s less embarrassing but I don’t want to

be out of it either. How can I make sure my first
time is special?(Family Planning 2013a p. 43)

Exercises like the two presented above are
scenarios that were described by participants of
the Livingston et al. (2013) study. Family
Planning used the examples given in the research
to develop realistic scenarios. These exercises
give students the opportunity to work through the
decision-making process described by Livingston
and colleagues in a facilitated environment with-
out the immediate pressures that might be present
at a party or when they are talking with their
friends. When students are faced with decisions
about alcohol and sex they will have already put
thought into their own values and ideas and may
have a better sense of how the possible negative
consequences relate to the perceived positive
effects.

11.4.2 Recognizing the Need
for a Program

One main public health-related reason for the
development of sexuality education and sexual
health promotion programs is to decrease the
rates of negative health outcomes and increase
positive health outcomes, whether they be indi-
vidual or social. Quantitative measures of rates of
infections, teenage pregnancy and violence are
used as evidence of a need for sexuality educa-
tion. Young adults are often targeted by policies
related to sexuality education precisely because
of the high rates of negative sexual outcomes
(like infections). Quantitative measures of nega-
tive and positive outcomes can only tell part of
the story. Sometimes understanding the need for
a program is not about rates of infections, unin-
tended pregnancies or violence, but comes from
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an understanding of how young people manage
and negotiate the unexpected outcomes such as
unintended pregnancies; and how they can dem-
onstrate respect and care for other people, a key
underlying concept in sexuality education in The
New Zealand Curriculum.

One clear example of this relates to teaching
about abortion. When it comes to the subject of
abortion, high abortion rates are generally used as
a rationale to increase teaching about contracep-
tion. Yet, there is also a need for teaching about
abortion directly. Recently, Family Planning
developed a resource for teaching abortion content
in schools based on qualitative research suggesting
a need for such a program. In 2007, the director of
health promotion for Family Planning attended the
Global Safe Abortion Conference—Whose Right,
Whose Choice, Who Cares? What was particularly
compelling about the research presented at that
conference was that researchers reported that their
participants did not know much about abortion,
and that the young women they interviewed faced
with unexpected pregnancies had not thought
about their views on abortion prior to getting preg-
nant, or about what they would do in the event they
became pregnant (MIS and IPAS 2009). Lee and
colleagues (2004) outlined the benefits of an edu-
cation program that would allow young people,
both men and women, to learn about abortion and
to think about their own values in relation to abor-
tion before they may be faced with a pregnancy
and have to decide whether to obtain an abortion.

The need for programs about abortion also
came directly from students themselves. As part of
the study described earlier, Allen (2008) conducted
focus groups with high school students about their
experiences and opinions about sexuality educa-
tion. Students clearly wanted comprehensive edu-
cation about abortion. They said abortion was
rarely mentioned and that, when it was mentioned,
the emphasis was on how abortion was wrong.
Students wanted to hear a more balanced approach
to abortion and have the opportunity to develop
their own thoughts about it.

In 2010, the Teaching about Abortion program
was developed for teachers to use with young
people between the ages of 14 and 18 (Bird
2010). It was developed as a direct result of hearing
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the experiences from the conference, and the
research findings mentioned above. It prompted a
New Zealand-based quantitative research project
to identify gaps in the knowledge of Family
Planning clients. The teaching materials and
information booklet for young people subse-
quently created give students information and
skills to negotiate an unintended pregnancy and
to support and respond to peers who may have
unintended pregnancies. The teaching materials
combine fact-based learning about abortion with
opportunities for students to work through their
own ideas and values related to abortion. The
development of the resources is described in
more detail in the section below. Without the
qualitative research discussed above, this pro-
gram would not have been developed at this time.

11.4.3 Direct Development
of Resources

One of the strengths of qualitative research is that
it allows participants to describe their lives in
their own words. Descriptions presented by par-
ticipants are then useful for developing resources
for sexuality education that reflect the language
and experiences of young people. The Family
Planning Teaching About Abortion (Bird 2010)
program was heavily influenced by several stud-
ies including one by Lee et al. (2004). Lee and
colleagues conducted a mixed methods study
with young women who became pregnant in their
teens. Of particular interest here are the inter-
views that were conducted with young women
who chose to have an abortion and young women
who chose to continue with the pregnancy. They
asked the women how they made the decisions
around their pregnancy.

The study was used by Family Planning to
craft an exercise for young people to consider
their own views on abortion including exploring
the reasons why someone might choose to have
an abortion, or why someone might choose to
continue the pregnancy.

The second theme of Teaching About Abortion
is dedicated to exploring values around abortion
(Bird 2010). The students are asked to brainstorm

reasons why women might seek to have an abortion.
The facilitator can bring up other issues the stu-
dents may not consider, with many possible rea-
sons listed in the resource guide. The list included
in the resource guide was developed partly
through the Lee et al. study and includes reasons
such as: “want to study,” “can’t afford a child,”
and “can’t tell parents.” This exercise aims to cre-
ate an understanding of the complexity of deci-
sion-making for women faced with unintended
pregnancy, and to create empathy for young peo-
ple who may be faced with such a decision. To
encourage students to think through the decision-
making process even more they are given sce-
narios to work through. Some of the scenarios
here were developed from stories out of the Lee
et al. study. For example, one scenario involves a
“pregnant 15 year old school girl with a steady
boyfriend. Family members are religious and do
not know she is having sex” (Bird 2010). The stu-
dents are asked to think about what the girl would
be worried about, what would she want to con-
sider and what her options would be. These sce-
narios again create empathy for the decision
process and have the potential to help prepare
those students who may be faced with a decision
about an unintended pregnancy. By using sce-
narios that come out of qualitative research, the
program is built to reflect actual, rather than
imagined, situations.

11.4.4 Developing Resources
for Small, Unique Groups

Previous research shows that targeted sexuality
education and health promotion is more effective
than programming aimed at the general popula-
tion (Noar et al. 2007). Qualitative evidence can
and has contributed to the understanding of unique
contexts of particularly small populations. To this
end, Family Planning New Zealand routinely uses
its own research to understand the unique needs of
small populations, or groups where there is little
other research. One example is the development
of programs for young Maori men.

New Zealand has a small, yet diverse, population.
Like many indigenous populations, the sexual
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health outcomes for Maori in New Zealand are
poorer than the general population. Targeted and
relevant programming is essential for Maori in
New Zealand and the Ministry of Health has
requested that programs specifically improve
Maori health outcomes and reduce Maori health
inequalities. Family Planning conducted focus
groups in order to better understand the unique
needs of young Maori men. Results from the
research suggested that cultural taboos often
meant that issues related to sex were seldom dis-
cussed in the home. These men also suggested
that peer influence would be helpful to encourage
them to use condoms (Hager 2005).

The results from the focus groups were used to
create a training workshop for Maori health pro-
moters and health workers providing programs
for young Maori men (Family Planning 2005).
The workshop included content on cultural
taboos in this area, such as the point that sex was
rarely discussed in Maori homes. Participants
were advised that the lack of discussion about sex
should not necessarily be interpreted as an indi-
cation that young men did not want to discuss
issues related to sexuality, but that they might not
have the language and tools to do so. It was there-
fore important to first give them those tools.

As a result of this work, and of the recognition
that targeted educational programming is more
effective, Family Planning regularly uses Maori
language and models in their health promotion
campaigns. For example, the Tiakina tou whaka-
papa (Taking care of our present and future gen-
erations) is a poster series to show positive male
role models for men (Family Planning 2010b).
These men were directly involved in the delivery
of workshops for young Maori men within a spe-
cific program developed for Maori young men,
and the posters were designed by the young men
as part of the program.

The Maori men in the focus group research said
it would be easier for them to start using con-
doms and changing their behaviors if their peers
did the same. The visuals in the campaign serve
to present young Maori men engaging in positive
sexual behaviors, and were developed as a form
of modeling of behavior. Family Planning used
this information to develop the It’s about Mana
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campaign. This campaign builds partially on
Maori cultural concepts to make it relevant to
young Maori men. The word “mana” is a Maori
word that can be loosely translated to mean
“honor” in English. Mana is recognized by non-
Maori speakers in New Zealand and has been
incorporated into the general New Zealand lexi-
con. The campaign uses many models whose
appearance may be read as Maori. Captions for
the posters include “we’re going to wait until
we’re both sure we’re ready” and “I thought we
were both really up for it then she kind of just lay
there so I backed off.” The combined use of the
word “mana” with visuals understood by Maori
men is expected to help them model these behav-
iors of their “peers.”

11.5 Discussion

In this chapter, we outline a number of different
ways that evidence from qualitative research has
been used to develop sexuality education. At its
core, qualitative research has been fundamental
to the major shift in sexuality education from
focusing on risk aversion and describing biologi-
cal processes toward valuing the social and emo-
tional aspects of sex, respecting young people as
active sexual subjects and providing them with
opportunities to work through the complex social
aspects of sexuality. In addition, qualitative
research has provided evidence that has high-
lighted the need for specific programs, described
the unique needs of small populations, and has
shaped specific exercises and educational
materials.

Two different aspects of the impact of qualita-
tive evidence are highlighted. The first part of the
chapter addresses the broad shift in approach to
sexuality education and the second part describes
more specific and direct forms of evidence used
to develop educational materials. It is important
to note that these two sections are not distinct
from one another. Instead, the work described in
the second section is embedded within the theo-
retical turn described in the first section.

This shift is an epistemological one, meaning
that it is a shift in the forms of knowledge that are
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valued by researchers and practitioners. Inherent
in the shifts described in this chapter are shifts in
the understanding about what is important to
know, in order to understand sexuality. Sexuality
education focused on sexual “facts” (biology,
rates of STIs, and risks) is inherently limited in
its effectiveness because much of how sexuality
is negotiated and social. The way forward in sex-
uality education is to acknowledge and address
the underlying sociality of sex; ranging from
broad-based discourses that shape cultural
assumptions about sex to the situated knowledge
of small groups of people. What all the examples
discussed above have in common is that they
focus on the meanings associated with sex and
sexuality. For example, as discussed previously,
understanding the meanings associated with ado-
lescent alcohol consumption in relation to sex,
provides much-needed context to discussions
about the risks of alcohol consumption to sexual-
ity. Challenging dominant discourses is impor-
tant because the meanings we attribute to sex and
sexuality may not fit for everyone. Challenging
these meanings has the potential to open spaces
for subverting and transgressing these norms in
ways that support young people’s agency about
sex.

In light of the discussion above, we would like
to make particular recommendations to educators
and researchers in order to facilitate this process.
One of the challenges for educators when it
comes to qualitative evidence is that the evidence
necessary to inform sexuality education is sel-
dom present in one particular research paper or
project. Shifts in the underlying assumptions and
approaches to sexuality education are not possi-
ble to see from reading a couple of pieces of
work. Instead, it is the impact of bodies of
research from this perspective that come together
to suggest changing the focus of sexuality educa-
tion. This can make it difficult for educators to
access this research. Most educators do not have
the time to read large bodies of research and to
distill out the relevant information. Academic
sources may also be filled with jargon that does
not make the research easily accessible to those
without an academic background. It is up to
researchers then to develop ways to summarize
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large bodies of work and to seek out platforms
that make their research more accessible for prac-
titioners and educators.

Ideally, researchers and practitioners would

partner together and work as collaborators, with
each contributing to the research design, program
creation and evaluation. This builds the capacity
of both researchers and practitioners to expand
their practice and work at the cutting edge.
Partnerships across research and practice would
ensure that the research conducted is relevant to
the community.
When working with qualitative research, it is
important for practitioners to be aware of the
population and context within which the study
was operating. For example, what happens within
Maori communities in New Zealand might not be
relevant for Latina/o communities in the USA. In
the first section of this chapter we describe some
theoretical interventions by a small number of
authors. Michelle Fine, for example, introduced
the missing discourse of desire in 1998. The evi-
dence for the use of this concept to alter sexuality
education programs comes not from this one
article alone, but from the mass of literature that
explored and used the concept across wide-
ranging social contexts. Work using Fine’s
description of the missing discourse of desire
(1988) has been conducted with ethnic minority
communities (Burns and Torre 2005), across time
(Fine and McClelland 2006; Fine 2005), across
sexual orientations (Diamond 2005; Ussher
2005), in different countries, and with people
with disabilities (Tepper 2000). The plethora of
studies taking up Fine’s concept help provide evi-
dence for the utility of the concept across social
contexts and can provide practitioners with
important information about the utility of the
concept and how it might vary in different con-
texts. Without this information practitioners
should be mindful about whether or not—and
how —the research applies to the contexts within
which they are working.

Perhaps the biggest strength of qualitative
research, as it relates to sexual health promotion,
is that it goes beyond describing a particular phe-
nomenon to providing pathways to address prob-
lems or issues identified through the research.
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This feature is evident throughout all sections of
this chapter. Qualitative research not only pro-
vides a picture of how students think about sexu-
ality education, it provides direction about what
to change and what to add to sexuality education.
For example, qualitative research demonstrated
that teaching on abortion was necessary, sug-
gested that students needed the opportunity to
work through their own values and ideas about
abortion, and also provides stories and quotes
that can be used to create relevant and meaning-
ful scenarios or problems for the students to work
through. The richness of qualitative data is unpar-
alleled when it comes to supporting practitioners
in developing robust and meaningful programs.

11.6 Conclusion

The relevance of qualitative research to practice
extends beyond sexuality education and sexual
health promotion. Qualitative research is an ideal
match for a range of health practitioners includ-
ing health promoters. It enables the community
of respondents to offer their ideas about issues
and solutions, rather than the researcher provid-
ing them with a range of preassembled issues and
solutions for agreement or negation. According
to the WHO:

Health promotion is the process of enabling people
to increase control over, and to improve, their
health. To reach a state of complete physical, men-
tal and social well-being, an individual or group
must be able to identify and to realize aspirations,
to satisfy needs, and to change or cope with the
environment [...] Health is a positive concept
emphasizing social and personal resources, as
well as physical capabilities. Therefore, health
promotion is not just the responsibility of the
health sector, but goes beyond healthy life-styles to
well-being.

(WHO 1986)

Qualitative research facilitates the develop-
ment of health promotion practices by detailing
the social contexts surrounding health behaviors
and providing pathways to solutions, while
empowering the subjects themselves.
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Lindsey Coombes

12.1 Introduction

In this chapter the contribution of qualitative evi-
dence to what is known about addictions is criti-
cally examined. It is argued that there is bias
against publishing qualitative research in and for
addictions and that there are ideological reasons
for why qualitative research is not valued as evi-
dence. A critical point in such discussions is the
epistemology of method. The way qualitative
research is used to inform and critique aspects of
the addictions field is explored in relation to drug
consumption (focussing on drug use by young
people as an exemplar) and distribution (focusing
on qualitative research on drug markets). The pro-
duction of knowledge about drugs is scrutinised
in terms of the processes of problem construction
and the often taken-for-granted knowledge that
informs or shapes them. Broader questions about
the science and ideology underlying drug use
related interventions (using harm reduction as an
exemplar) are also considered. Examples of quan-
titative, qualitative, and mixed methods research
questions are compared and contrasted in the
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chapter and the notion of transdisciplinary
research is examined as a possible solution to the
ontological and epistemological differences
between researchers. It is demonstrated that the
addictions field has been slow to implement evi-
dence to inform best clinical practice and that
qualitative research provides an insight into why
this might be the case. Suggestions for future
research, policy, and practice in defined evidence-
based addictions interventions are made.

Throughout the chapter, the question of what is
meant by evidence in general and qualitative evi-
dence in particular in the addictions is alluded to.
Evidence is especially difficult to define and has
been characterised by theorists in a number of
ways, e.g. the truth or falsity of something, or its
probability, likelihood, or warrantability (Miller
and Fredericks 2003). As is discussed later on in
the chapter, these different characterisations mean
that the concept of evidence is contested by differ-
ent users of it. Additionally, it is not immediately
obvious how qualitative data becomes evidence
for a claim and there are several models in exis-
tence to explain the process (Miller and Fredericks
2003). Detailed discussion of these issues is
beyond the scope of this chapter, but it is impor-
tant to note that these theoretical concerns are not
merely academic as they impinge on the credibil-
ity of the qualitative research paradigm and
underpin some of the problems explored in rela-
tion to evidence based practice in the addictions
field that are discussed below.
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12.2 Evidence
in the Addictions Field

12.2.1 Historical Background

Most historiographers of addictions research
agree that Lindesmith’s (1947) study of opiate
dependence and withdrawal is the start of modern
qualitative research in the field (Feldman and
Aldrich 1990). In this study, Lindesmith adopted
a symbolic interactionist perspective and demon-
strated that the experience of addiction had a
social rather than a merely physiological basis.
Following Lindesmith’s seminal work, the con-
cealed nature of many drug use behaviours and
subcultures was further developed through a
series of what are now considered classic ethnog-
raphies of addictions (Agar 1973; Becker 1953;
Jackson 1978; Preble and Casey 1969; Preble and
Miller 1977; Spradley 1970; Sutter 1966). The
focus of such research was to make sense of the
social world of drug use from the perspectives of
drug users. Popular perceptions of drug users as
passive or deviant were challenged through these
studies and purposeful and active meanings in
drug use within the context of the drug user’s
lifestyle were established (Becker 1963; Feldman
et al. 1979; Hughes 1961).

Since the early qualitative studies in the addic-
tions field there has been an increasing accep-
tance of the use of qualitative methods as a means
of understanding and responding to drug use and
misuse. Ethnographic analyses of populations
marginalised on the basis of race/ethnicity, gen-
der, and/or social class have emerged in recent
decades (Bourgois 1995; Bourgois and Schonberg
2009; Maher 1997; Maher and Dixon 1999;
Moore 2004). For example, early methadone
treatment programmes for opiate-addicted
women were shown to be characterised by lim-
ited space, inadequate facilities, overt voyeurism
and sexism, and lack of gender-specific services
in qualitative research undertaken by Rosenbaum
(1981). More recently, Moore (1993) highlighted
the manner in which drug use and related harms
are influenced by historical and structural factors
such as economic and class distinctions. Adler
(1985) and Pearson’s (1987) research on neigh-
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bourhoods in the north of England suggested a
close local relationship between heroin abuse and
neighbourhood levels of social deprivation and
unemployment. Epidemics of HIV/AIDS infec-
tion among injecting drug users during the 1980s
created the need to better understand the social
contexts of risk behaviour so as to control HIV
transmission. In addition to these studies, qualita-
tive research began to be used to inform the
development of policy and community interven-
tions during the 1980s and 1990s (Atkins and
Beschner 1980; Brooks 1994; Feldman and
Aldrich 1990; Hughes 1977).

In recent years, there has been recognition of
the importance of qualitative methods in the
addictions field, particularly in relation to mixed
methods research (Bourgois et al. 2006; Clatts
etal. 1999; Grund 1993; Koester 1994). This new
interest in qualitative research reflects awareness
of the need for methodological and analytical
research approaches capable of untangling the
complex environments in which actions, dis-
eases, and policies interact (Rhodes and Moore
2001a, b). Such approaches have also opened the
way to the production of more reflexive accounts
of the relationship between qualitative research-
ers and their subjects. Reflexivity entails focus-
sing on the politics inherent in the representation
of research data and in being interested in how
wider social forces (whether historical, social or
economic) shape the everyday realities lived by
drug users.

The topics investigated using qualitative
research in the last 67 years are almost limitless,
and the range of methodologies employed is
increasing all the time. For example, Coombes
and Wratten (2007) used phenomenology to illu-
minate the experiences of mental health profes-
sionals working with people who have a dual
diagnosis. Oksanen (2012) has used narrative
analysis to examine rock autobiographies
describing a wide variety of legal and illegal sub-
stances and risky behaviour used by rock artists.
Martin and Stenner (2004) and Fraser (2006)
have used discourse analysis to how participants
first came to use heroin and how methadone
treatment is reported in newspapers respectively.
Murphy et al. (2010) employed grounded theory
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to explore the experiences of racially and cultur-
ally diverse young mothers whose own mothers’
misused substances two decades ago in inner
city, urban neighbourhoods in the USA. It will be
interesting to see how qualitative research contin-
ues to develop over the next seven decades.

12.2.2 Qualitative Evidence
in the Addictions Field

This brief historical discussion has illustrated the
gradual acceptance of qualitative research as a
valid form of evidence in the addictions field. In a
recent influential book on drug policy, Babor et al.
(2010) mention qualitative research in relation to
the production of evidence. They say “[...] a vari-
ety of methodological approaches have been used
to assess the impact of drug policies as well as the
effectiveness of policy-relevant prevention pro-
grammes, treatment strategies, and related efforts”
(p- 98). They go on to add that qualitative research
is an appropriate methodological approach.
However, it is interesting to note that, perhaps
unconsciously, qualitative research is placed at
the end of a list of research methodologies start-
ing with experimental studies.

There is much debate about the concept of evi-
dence and the evidence base in the addictions
field. As well as the conceptual problems men-
tioned in the introduction, the usefulness and rel-
evance of such terms to both policymaking and
practice has been questioned. The term evidence-
based practice is used frequently in the literature,
yet largely relates to only one type of evidence,
namely research. In reality, a variety of distinct
pieces of evidence and sources of knowledge
inform policy and practice, such as histories and
experience, beliefs, values, competency/skills,
legislation, politics and politicians, protocols,
and research results (Elliot and Popay 2000;
Sibbald and Roland 1997). Because of this, the
term evidence-influenced or evidence-informed
practice or policy has been introduced in the
addictions field and elsewhere to reflect the need
to be context sensitive and to consider use of the
best available evidence when dealing with every-
day circumstances (Hayward et al. 1996;
Nutbeam 1996; Sackett et al. 1996). A key
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challenge to those working in the addictions field
is to better contextualise evidence for more effec-
tive policymaking and practice.

Consensus regarding the best procedures for
identifying practices with sufficient empirical
foundation to be considered evidence based has
not yet been reached in the addictions field. For
example, some have argued that evidentiary value
should be based on a hierarchical model of
research evidence (Lohr 2004). An alternative
view is based on systematic reviews and meta-
analyses as exemplified by the Cochrane
Collaboration (Clarke 2007; Walshe and Rundall
2001). Yet others have proposed highly specified
criteria that reflect the number and types of trials
required to establish a treatment as evidence
based, e.g. the American Psychological
Association’s Division of Clinical Psychology
1995 (Chambless and Hollon 1998). Critics of
these approaches to selecting interventions for
use in practice have argued that interventions
established through efficacy research are unlikely
to generalise to “real world” settings (Garfield
1996; Seligman 1995). Also, for reasons consid-
ered next, such approaches tend to exclude data
obtained through qualitative research in the
addictions field.

Taken as a whole, the addictions field is domi-
nated by quantitative research (Neale et al. 2005).
In a recent survey of the top eight ranked journals
in the social science category of the Thomson ISI
impact factor (IF) ratings, supplemented by jour-
nals of relative high impact in the field of drug
use or known to attract social research submis-
sions, it was estimated that 7 % of published
papers were qualitative research (Rhodes et al.
2010). But it is not just the quantity of qualitative
research studies that are published that is the
issue. How is the research that is published val-
ued by those in the addictions community?

Whilst it is difficult to generalise across
groups as diverse as make up the addictions field,
it is possible to discern some messages about
how qualitative research is regarded. For exam-
ple, Babor et al. (2010) comment:

Researchers can complement quantitative research

methods such as social surveys with qualitative

studies, such as ethnographic interviewing, partici-
pant observation, case studies, and focus group
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discussions. As long as researchers apply standard
scientific principles of confirmation, refutation,
causal inference, and generalizability, qualitative
research can provide an additional different form
of evidence that can inform drug policy develop-
ment. (pp. 99-100)

Qualitative researchers working in the addic-
tions field would have no difficulty in accepting
the proposition that qualitative research delivers
evidence that can edify health providers, societal
stakeholders and drug users in the addiction pol-
icy field. What is more contentious though is the
inference that the proper place of qualitative
research is secondary to quantitative research and
that it should be appraised using quantitative
criteria.

12.3 The Epistemology of Method
and the Addictions Field

A critical point in this discussion concerns what
is often referred to as the epistemology of method.
Often, researchers’ choice of a method will be
between quantitative or qualitative or mixed,
without any reference to our assumptions regard-
ing the way of understanding and interpreting
how we know what we know. A detailed analysis
of the epistemological debates that have taken
place regarding the correct approach to knowl-
edge production is not possible here, but one
effort to resolve what has been called paradigm
wars is worth consideration, namely the call for
pragmatism (Hammersley 1992; Johnson and
Onwuegbuzie 2004). The pragmatist position,
which sits comfortably inside narratives of
evidence-based medicine, implies that differ-
ences in the epistemology of method are exagger-
ated as well as unconstructive. In the field of
addictions, McKeganey (1995), for example, has
argued for reconciling differences between quan-
titative and qualitative methods in addictions
research, suggesting that divides are unhelpful,
and that methodological identity should not be
preserved at the cost of greater understanding.
Many qualitative researchers would contest
this view and would argue that pragmatism as a
solution to differences in epistemological method
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is insufficient. Qualitative research approaches
are a commitment to illuminating how power,
context, and objectification shape knowledge in
relation to addiction (Bourgois 1999). Qualitative
researchers should not have to quash their attach-
ment to interpretivist theory, disguise their epis-
temological beliefs, or dumb down their analyses.
Addiction and addiction science are essentially
social and historical constructions (Courtwright
2001; Reinarman 1995), and a key role of quali-
tative research, through theoretically informed,
systematic analyses, is to explore and demon-
strate how particular constructions of knowledge,
practice, and subjectivity come to be taken as
real.

12.4 Use of Evidence by Addiction
Workers

So far it has been suggested that traditional evi-
dence based practice has tended to exclude quali-
tative research in relation to knowledge
production in policy and practice. Nonetheless,
in spite of these attempts to discount qualitative
research, the approach has made several signifi-
cant contributions in the addictions field. These
are briefly discussed under the headings of: drug
consumption and distribution (using drug use by
young people as an exemplar); production of
knowledge about drugs; and the science and ide-
ology underlying drug use related interventions.

12.4.1 Drug Consumption
and Distribution

For 2010-2011, the annual Crime Survey for
England and Wales data for younger people aged
16-24 showed 19 % saying they had used an
illicit drug in the past year—the lowest level
since the survey began in 1996. For this age
group, cannabis use has fallen sharply from 26 %
in 1996 to 15.7 % in 2011, followed by a drop in
powder cocaine use from 5.5 % at its peak in
2009-2010 to 4.2 % in 2011. Despite the current
media focus on ecstasy, its use among young
people has also experienced a recent decline,
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down from 4.4 % in 2008-2009 to 3.3 % in the
latest figures. Legal highs remain as popular as
ecstasy among young people, with 3.3 % of
16-to-24-year-olds using them in the past year,
but this is a decline since the previous survey
showed 4.4 % trying it.

How should these statistics be interpreted?
Trends such as those above signal a shift in the
use of a drug. But why does the shift occur?
Some commentators have claimed that the recent
cannabis statistics in England and Wales are evi-
dence that drug policy in the UK is working. The
problem with this argument is that, for many crit-
ics, it is factors such as the legal reclassification
of cannabis, changes in prices, availability of
other substances, improvement in living stan-
dards, employment status, and changing family
structure that are the causes of shifts in drugs
trends, rather than drug policy. Yet other critics
point to the contradictions and unintended harm-
ful side effects of UK drug policy, which are not
seeninheadline official statistics (Transformhttp://
www.tdpf.org.uk/).

In order to answer the two questions posed at
the beginning of the preceding paragraph and to
throw light on the issues touched upon in the rest
of the paragraph, it is not simply a matter of
referring to the facts produced by quantitative
research. As Agar (2000) has pointed out, drug
trends are the engines that drive planning, inter-
vention and evaluation in the addictions field,
whether one thinks of prevention, treatment, or
law enforcement. Typically trends are monitored
with a number trail from the institutions that deal
with drug users but, useful as such data may be,
well-known problems exist in reading trends
from the quantitative record. One such problem is
that indicators are typically lagging rather than
leading. Another is that institutions that maintain
records usually over-represent long-term users
from impoverished groups and, in practice, their
institutional processes may change the numbers
(e.g. arrest statistics fluctuate with policy and
shifting police priorities). The final issue is that
the numbers do not reveal the changing worlds of
use that are needed to interpret them: who is
using what drugs, in what ways, in what circum-
stances —the world of use—plays no role in the
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indicator data. To account for a statistical trend in
drug consumption, information about the lived
world of user and use is needed, information that
is best provided by qualitative research.

These points are well illustrated in a recent
overview of drug research in the UK commis-
sioned by the Joseph Rowntree Foundation
regarding cannabis use by young people. Lloyd
and McKeganey (2010) reported on five qualita-
tive research studies of cannabis use by young
people that focused on: the policing of cannabis
as a Class B drug; the impact of change of legal
classification of the drug; the domestic cultiva-
tion of cannabis; the social impacts of heavy can-
nabis use and; how young people access
cannabis.

Lloyd and Mckeganey (2010) drew a number
of interesting conclusions about the trend in can-
nabis use by young people in the UK. Firstly,
they noted that there are some very significant
gaps in knowledge of the most commonly used of
the illicit drugs in the UK such as skunk and
home-grown herbal cannabis, and that the grow-
ing fears over the new potency of cannabis have
therefore been based largely on anecdote and
conjecture. Secondly, they found that there were
wide variations in practice in the policing of can-
nabis that cannot be accounted for merely on the
basis of operational or strategic needs, particu-
larly in relation to black and minority ethnic
groups and the very different way that young
offenders are dealt with. Thirdly, in relation to
the domestic cultivation of cannabis, their
research showed that there is considerable varia-
tion and confusion on the question of enforce-
ment regarding young people’s cannabis use.
Fourthly, while an increasing proportion of can-
nabis is grown in the UK, the large majority of
young people still have to obtain their cannabis
from the illicit market—a market that seems to be
able to reach people anywhere in the country.
However, young users do not tend to buy their
cannabis from a stereotypical older, unscrupu-
lous and unknown “pusher” —they are far more
likely to obtain it through friends. Fifthly, a
somewhat surprising finding was the number of
young people who reported taking cannabis into
school and smoking the drug on school premises.
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Sixthly, findings suggested that young people
with troubled pasts may be more likely to smoke
cannabis heavily, and that this heavy use can
amplify their problems. Relatedly, there is also
the suggestion that professionals working with
vulnerable young people may not recognise the
potential seriousness of heavy cannabis use. This
may relate to their own, very different, experi-
ence of smoking cannabis during their youth.

As well as drug consumption, qualitative
research has also made important contributions
to the understanding of drug distribution. One of
the earliest studies of drug distribution focused
on the heroin market in New York and described
the levels and hierarchies to the market (Preble
and Casey 1969). This early qualitative study of
the structure of drug markets was built upon by
Dorn et al. (1992) in the UK, who identified
seven different types of drug trafficking firms.
They made two central claims about the structure
of the drug market: firstly, they argued that there
was no evidence for the large scale organised,
top-down hierarchies controlled by “Mr Big”;
secondly, the researchers found that the drug
markets are constantly fluid and changing. Dorn
et al. (1992) did not subscribe to the view of a
simple hierarchical organisation, with levels of
distribution characterised by the weights, price,
and purity of the drugs traded.

From the USA, qualitative research by
Natarajan and Belanger (1998) described a num-
ber of typologies of the drug market identifying
five tasks/roles in drug trafficking organisations:
(1) grower/producer; (2) manufacturer; (3)
importer/smuggler; (4) wholesale distributor; and
(5) regional distributor. As regards organisational
structure, they identified four types: freelance,
family businesses, communal business, and cor-
porations. In the UK, qualitative research by May
and Hough (2004) noted the change in the market
from an open street-based market to a closed
market, and associated this with the widespread
introduction of mobile phones, coupled with
community concern about public space. They
used the term “retail market” to describe this seg-
ment, and distinguish it from the “middle-level”
drug markets. Above this retail level, May and
Hough (2004) documented two types of distribu-

L. Coombes

tions systems: the more traditional pyramidal
market (prevalent in the 1980s and characterised
by highly disciplined and hierarchical organisa-
tion); and the fragmented, non-hierarchical entre-
preneurial market (characterised by little
structure, fluidity, and free enterprise). They
noted that they cannot determine which of these
two structures predominates. Aspects of the low-
level market are described in South (2004)
through two qualitative case studies of heavy rec-
reational drug users. The daily lives of these
users blur the line between the legal and the ille-
gal and their drug trading is generally as a con-
sumer and “friend of a friend” small dealer.

So far we have considered what Moore (2011)
describes qualitative research in, or for, the drug
field. That is qualitative research aimed at
improving understandings of the addiction field,
in this case, drug markets. However, qualitative
research on the drug field and its underlying theo-
ries, methods, assumptions, and ideological
bases, has also become the object of critical
inquiry. An example of this kind of qualitative
research is provided by Dwyer and Moore (2010)
through a detailed critical analysis of surveil-
lance and criminological research on illicit drug
markets in Australia. They argue that conven-
tional surveillance and criminological research
on illicit drug markets is limited in terms of its
inadequate methods, limited theoretical models,
neglect of sociocultural and political processes,
and narrow conception of those participating in
drug markets. Given that drug markets and street-
based drug marketplaces in particular, have
emerged as central public policy concerns inter-
nationally, it is important to question whether
quantitative approaches provide adequate under-
standings of these sites.

12.4.2 Production of Knowledge
About Drugs

It was suggested in the previous section that
knowledge production relating to drugs, drug use
and addiction has been dominated by quantitative
research and, because of this, many would argue
that it is on this knowledge that drug policies and
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practice is (and should be) based. While this
approach has several strategic benefits, it also has
two weaknesses. Firstly, it is self-contradictory —
according to the advocates of evidence based
drugs policy, policy should be based on indepen-
dence and rationality, yet these are the character-
istics that are said to be lacking in drug use and
addiction. Secondly, it is epistemologically
naive—it tends to take for granted that value-
free, objective knowledge about the world can be
produced. The quantitative approach to knowl-
edge production assumes that social problems are
constituted from concretely real damaging or
threatening conditions. In this view, any condi-
tion that causes death or disease, shortens life
expectancy or significantly reduces quality of life
for many people should be defined as a “social
problem” (Goode and Ben-Yahude 2009). An
example of this is the disease model of addiction,
which describes an addiction as a lifelong disease
involving biological and environmental sources
of origin. Within this model a genetic predisposi-
tion is believed to be present.

An alternative perspective to this is the social
constructionist position, which argues that what
makes a given condition a problem is the process
of collective definition of that condition as a
problem. Definitions of social problems emerge
out of specific sociocultural conditions and struc-
tures, operate within particular historical eras,
and are subject to the influence of particular indi-
viduals, social classes, and so on. Derrida (1993)
has asserted:

There are no drugs in ‘nature’ [...]. As with addic-

tion, the concept of drugs supposes an instituted

and an institutional definition: a history is required,
and a culture, conventions, evaluations, norms, an
entire network of intertwining discourses, a rheto-
ric, whether explicit or elliptical [...]. The concept

of drugs is not a scientific concept, but is rather

instituted on the basis of moral or political evalua-

tions; it carries in itself both norm and prohibition,
allowing no possibility of description of certifica-

tion—it is a decree, a buzzword. Usually the decree
is of a prohibitive nature. (p. 2)

Derrida is pointing to the intrinsically political
nature of “drugs”. He argues that the term does
not refer simply or reliably to certain substances
with clear-cut attributes or effects. Instead
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“drugs” is a political category that includes some
substances and excludes others, depending on the
politics of the day. For example, until very
recently, tobacco was not commonly referred to
as a drug.

12.4.3 Ideology Underlying Drug Use
Related Interventions

One of the main preoccupations of qualitative
research is with the question, “what really going
on here?” What is really going on with this sub-
stance misuser, with this family affected by sub-
stance misuse, with this community where
substance use and misuse is occurring? This ini-
tial question leads to further questions, for exam-
ple, how do substance misusers and others in
contact with them view their situation? By con-
trasting different viewpoints of the same situation
the qualitative researcher demonstrates that there
is not just one reality, one truth, but different and
conflicting definitions of reality.

Following on from this, it becomes important
to ask what people believe they are doing com-
pared to what they are actually doing. This raises
questions about ideologies. Beliefs may be ideo-
logical not because they are inherently untrue —
often there is a strong element of truth in
them—but because they are exaggerations of the
truth, or they do not accord with the facts, or they
are based principally on belief rather than careful
observation and evidence, or they are used to jus-
tify the position of the powerful. One of the main
tasks of the qualitative researcher is to criticise
ideologies by demonstrating how they distort
reality and how they serve the interests of the
powerful. A good illustration of this kind of qual-
itative research is Bourgois and Schonberg’s
(2009) work with homeless injecting drug users.

Bourgois and Schonberg (2009) argue that
epidemiologists identified injecting drug users as
a potential threat in the spread of HIV in the
1980s. One response to this threat was the emer-
gence of a worldwide health movement known as
harm reduction, modelled on earlier hepatitis A
prevention initiatives for heroin injectors in the
Netherlands (Marlatt et al. 2012). The movement
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advocated non-judgmental engagement with
active drug users and hoped to lower the cultural
and institutional barriers to medical services.
Harm reduction outreach initiatives such as nee-
dle exchanges were not based on an abstinence
model; rather they were designed to be pragmatic
and inclusive (Marlatt et al. 2012).

Despite the radical, user-friendly intentions of
harm reduction activists, Bourgois and Schonberg
(2009) point out that the movement operated
within what they call the logic of governmental-
ity. Drawing on Foucauldian theory, they assert
that harm reduction functions within the limits of
middle class public health discourse committed
to educating “rational clients [...] free to choose
health” (Moore 2004 p. 1549). In short, accord-
ing to Bourgois and Schonberg, harm reduction
became the gentle strand in the disciplinary web
that seeks to rehabilitate the poor. Knowledge
may be empowering to the middle class, but pre-
vention and outreach messages that target the
decision making processes of drug users fail to
address the constraints on choice that shape need,
desire, and personal priorities among the poor
and homeless.

To illustrate this point, Bourgois and
Schonberg (2009) described how healthcare pro-
viders and outreach workers routinely advised
the homeless injecting heroin users in their study
never to use injection paraphernalia. Practice at
the time of the study regarding injecting drug
users in the USA was to provide individuals with
bottles of bleach to clean their equipment. But, as
Bourgois and Schonberg point out, it is impossi-
ble to rinse a used cotton (a filter for drugs like
heroin) or cooker (a container used for mixing
and heating a drug) with bleach if these are used
to inject leftover residues of heroin. Furthermore,
they suggest that hypersanitary messages ignore
the moral economy on the street. From the per-
spective of the homeless injecting drug user,
sharing injection paraphernalia actually promotes
health rather than damaging it. Their top priority
is to avoid withdrawal symptoms and that requires
them to share publicly and frequently in order to
build a generous reputation.

What Bourgois and Schonberg (2009) seek to
show in their analysis is that the harm reduction
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movement’s well-intentioned initiative is based
on an ideology inadvertently created by a
dynamic of unproductive self-blame, which con-
tributed to conventional misrecognition of the
relationship between power and individual
self-control.

12.5 Kinds of Questions that Can
Be Answered
in the Addictions Field
Through Qualitative
and Mixed Methods
Research in Contrast
to Quantitative Methods

A research question is a statement of the specific
query the researcher wants to answer, to address
a research problem. They can be expressed in
declarative forms, for example, “The purpose of
this study is to target co-occurring problems of
substance use and intimate partner violence
(IPV) using a computer-based intervention,
B-SAFER” (Choo 2012 p. 1), or interrogative
forms, such as “Which individuals and groups
have the most input in decisions about substance
use prevention curricula?” (Rohrbach et al. 2005
p- 516). Research questions serve two purposes:
(1) they determine where and what kind of
research will be carried out, and (2) they identify
the specific objectives the study will address.
Quantitative, qualitative, and mixed methods
research questions in the addictions field are dis-
cussed below.

12.5.1 Quantitative Research
Questions
in the Addictions Field

A quantitative study seeks to learn the what,
where, or when, of the research topic. For exam-
ple, Haddock et al. (2003) stated the following
quantitative research question in relation to their
RCT of cognitive behavioural therapy and moti-
vational intervention for schizophrenia and
substance misuse: “To investigate symptom,
substance use, functioning and health economy
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outcomes for patients with schizophrenia and
their carers 18 months after a cognitive-
behavioural treatment (CBT) programme”
(p. 418). Often quantitative researchers may not
state the research question in this form, but
instead present a statement of purpose and then
one or more hypotheses, for example, “We tested
the hypothesis that cigarette smoking would
increase the risk for subsequent alcohol and drug
use disorders by the young adult years and that
the magnitude of this association will be stronger
in youth with ADHD” (Biederman et al. 2012).

12.5.2 Qualitative Research
Questions
in the Addictions Field

In contrast, qualitative research questions need to
articulate what a researcher wants to know about
the intentions and perspectives of those involved
in social interactions. Creswell (2007) noted
another aspect of qualitative research that, “Our
questions change during the process of research
to reflect an increased understanding of the prob-
lem” (p. 43). Recent qualitative inquiry has
moved toward involving the researcher and par-
ticipants in the process of inquiry (Flick 2008;
Griffiths et al. 1993). In the field of qualitative
addiction research, Neale et al. (2007) conducted
a study of injecting drug users (IDUs), and used
the following qualitative research question: “To
examine the nature and extent of barriers to effec-
tive treatment encountered by IDUs”.

12.5.3 Mixed Methods Research
Questions
in the Addictions Field

A mixed methods study integrates both qualita-
tive and quantitative studies, so the researcher
must be directed at determining the why or how
and the what, where, or when of the research
topic. Redman (2010) conducted a mixed meth-
ods study of a community engagement orienta-
tion among people with a history of substance
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misuse and incarceration with the following

research questions:
The aim of this study was to identify contributors
to a community engagement oriented purpose in
life among people with a history of substance mis-
use and incarceration. The theme of community
engagement was distilled from the qualitative data
using an inductive process of constant compari-
sons [...]. Themes were then aggregated for use in
a series of quantitative analyses. Initially, bivariate
analyses were conducted to explore the relation-
ships of variables that previous research has asso-
ciated with community engagement (e.g.
demographics, substance use, treatment, socioeco-
nomic status, education, self-esteem, previous
civic involvement). (Redman 2010, pp. 249-250)

12.6 Research Designs, Protocols
and Techniques that Can
Produce Trustworthy

and Rigorous Qualitative
Research

in the Addictions Field

During the 1980s and 1990s, there was increas-
ing recognition within addictions research of the
limitations of quantitative approaches (Rhodes
and Moore 2001a, b). One consequence was the
development of various forms of mixed methods
research on addictions in which qualitative
research was given increased prominence. These
approaches  emphasised  cross-disciplinary
research involving “cross-methodological and
analytical dialogue” across research teams
(Bourgois et al. 2006). Proceeding in this way, it
was hoped that some of the limitations of quanti-
tative and qualitative research could be minimised
(e.g. the limited generalizability of qualitative
research and the limited depth of quantitative
research), and some of their strengths could be
reinforced (e.g. the richness of qualitative data
and the large samples of quantitative research).
According to Rosenfield (1992), transdisci-
plinary research is the strongest form of cross-
disciplinary research since it involves integrating
two or more disciplines to produce novel, inte-
grated hybrids of ideas, theories, and methods.
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A recent example of the transdisciplinary
approach to addiction research is the Addiction
and Lifestyles in Contemporary Europe
Reframing Addictions Project (ALICE RAP
2013http://www.alicerap.eu/). ALICE RAP aims
to help policy makers “re-think and re-shape”
current and future approaches to the human and
economic costs of addictions and lifestyles in
Europe. The initiative will investigate addiction
in its broadest sense, including all types of sub-
stance problems and internet gaming and gam-
bling. Over 100 scientists from 67 institutions in
25 countries are bringing together cross-
disciplinary work into an integrated evidence
base for informed policy action. The research
programme includes a wide range of different
quantitative and qualitative scientific disciplines.

Whilst the aims of cross-disciplinary research
are laudable and its rationale is compelling, less
attention has been paid to the politics of the
approach and in particular how questions of theo-
retical and epistemological differences between
disciplines might be managed and possibly rec-
onciled. This issue has been encountered in ear-
lier sections of the chapter. To achieve Fuqua el
al.’s (2004) “[...] higher levels of convergent and
discriminant validity [...] through the triangula-
tion of multiple methodologies™ (p. 146) either
the qualitative or quantitative researchers have to
“suspend” some of their theoretical and episte-
mological commitments (Mckeganey 1995).
Many qualitative researchers would argue that
this usually means discarding their beliefs: such
as there is no direct, unmediated access to the
objective world; that qualitative data is created
intersubjectively; and that there are multiple
interpretations of data.

Differences in the epistemology of method
discussed above can make truly cross-disciplinary
research in the addictions field challenging
(Moore 2002). But differences in approach are
helpful too. There is increasing acceptance of
post-positivism in quantitative research, as well
as recognition of pragmatism in much applied
qualitative research, and a growing respect for
the need to reflect on how research questions and
methods relate to epistemological assumptions.
Collaborations between ethnography, epidemiol-
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ogy, and mathematical modelling provide exam-
ples in the addictions field (Agar 2003; Bourgois
et al. 2006; Ciccarone and Bourgois 2003; Moore
et al. 2009).

12.7 A Critical Evaluation
of Current Qualitative
Evidence for Addictions
to Inform Best Clinical
Practices

In recent years, health and social care organisa-
tions and agencies in the developed world have
been exploring and adopting best practices (evi-
dence based/informed practices) when delivering
services. For example, in the USA, the Institute
of Medicine issued the landmark report, Bridging
the Gap Between Research and Practice: Forging
Partnerships with Community-Based Drug and
Alcohol Treatment (Institute of Medicine 1998).
Several tasks were charged to this committee,
including the identification of promising research
strategies that would help lessen the disparity
between research and practice within the field of
substance abuse treatment. Among the commit-
tee’s recommendations to improve implementa-
tion of research-based interventions in practice
was the development of an infrastructure to facil-
itate research within a network of community-
based treatment programmes and the suggestion
for states and federal agencies to develop finan-
cial incentives to encourage the inclusion of
evidence-based treatments (EBTs) in community-
based programmes.

The National Institute on Drug Abuse (NIDA)
responded to these needs in a number of ways.
One method of promoting greater diffusion of
EBTs was publishing treatment manuals for sev-
eral different approaches including: cognitive
behavioural treatment (Carroll 1998), the com-
munity reinforcement approach plus vouchers
(Budney and Higgins 1998), and individual drug
counselling (Mercer and Woody 1999). In 1999,
NIDA established the Clinical Trials Network
(CTN), which has produced several articles dem-
onstrating the effectiveness of different substance
misuse treatments in community-based treatment
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settings (e.g. Petry et al. 2005). In 2001, NIDA
worked with the Substance Abuse and Mental
Health Services Administration (SAMHSA) to
create the NIDA/SAMHSA Blending Initiative.
The general technology transfer strategy used as
part of the Blending Initiative includes: identifi-
cation of promising CTN and/or other NIDA-
funded findings that address gaps in the treatment
field and formation of blending teams (composed
of representatives of the NIDA research and rep-
resentatives from the ATTCs), which work
closely together to develop training curricula,
supervisory manuals, and strategic dissemination
plans.

Over the past decade, a great deal of effort has
been invested into ensuring that evidence-based
practice (EBP) is being utilised in the treatment
of addiction. But even with this concerted effort,
the implementation of effective addictions treat-
ment interventions into the “every day” clinical
setting has been minimal (Amodeo et al. 2011;
Bradley et al. 2004; National Institute on Drug
Abuse 2004; Rawson 2006; Sloboda and
Schildhaus 2002). It has been shown that
evidence-based programmes and practices take
time to develop and mature. Some researchers
have suggested that implementation of even the
most successful interventions rarely exceeds 1 %
of the target populations (Ginexi and Hilton
2006). Others have found that it takes at least a
year for a new programme to be imbedded into an
organisation (Bradley et al. 2004; Orwin 2000).
The Institute of Medicine estimated that it may
require about 17 years for a new technology to
make its way into widespread clinical use in
medicine (Chaffin and Friedrich 2004). Although
the Institute of Medicine was referring to the field
of medicine, the timeframe estimated for a sub-
stance abuse treatment organisation to adopt a
new programme or practice needs to go well
beyond a few months of training that may often
be considered sufficient by implementers to
transfer a new intervention into practice (Amodeo
et al. 2000).

Why are frontline workers in the field of
addiction treatment so slow to implement
evidence-based practice? Qualitative research on
the topic provides some clues. In a recent study
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from the Center for Addictions Research and
Services of the Boston University School of
Social Work, Amodeo et al. (2011) carried out
172 qualitative interviews of frontline addiction
workers from community-based organisations
that had received funding from the Center for
Substance Abuse Treatment (CSAT)/SAMHSA
to implement EBPs. She focused on four com-
mon EBPs in the substance abuse treatment field.
Two were individually oriented approaches:
Motivational Interviewing (MI), a brief approach
that targets and builds on client motivation to
change; and Cognitive-Behavioural Therapy
(CBT), a theoretical approach that uses a variety
of present-focused techniques to identify and
modify triggers for substance abuse, especially
clients’ thought patterns, and to reinforce
sobriety-related activities

The other interventions focused on the broader
environmental level. These were: (1) Adolescent
Community Reinforcement Approach (A-CRA), a
behavioural approach that aims to replace rein-
forcers for substance abuse with environmental
contingencies (particularly those applied by fam-
ily members) that are supportive of recovery, (2)
Assertive Community Treatment (ACT), a team
treatment approach that delivers comprehensive,
individually tailored case management services
for clients who suffer both from severe mental
illness, as well as substance-use disorders.

The authors of this study found that different
barriers to implementation accompanied each
type of EBP. Firstly, some evidence-based prac-
tices were perceived as burdensome in order to
practice. Secondly, some practitioners com-
plained of not receiving sufficient training in
order to implement the model well. Thirdly, some
practitioners felt there was a conflict between the
approach of the EBP and their own philosophy,
or the philosophy of the organisation they worked
for. Thirdly, practitioners felt that the EBP was
inflexible in meeting client needs. Fourthly, nec-
essary resources were not always provided to
implement the EBP.

This study identified specific, real-world
barriers that have to do with the difficulty of
implementing evidence-based practice in com-
munity-based agencies through qualitative
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research. Those responsible for promoting
evidence-based/informed practice and for exe-
cuting it need to be aware of barriers to imple-
mentation and find ways to dispel them.
Qualitative research has an important role to play
in this.

12.8 Direction
and Recommendations
for Future Research, Policy
and Practice in Defined
Evidence-Based Addictions
Interventions

Qualitative research has added to our understand-
ing of issues in the field of addictions, especially
from the perspectives of users and our awareness
of how wider social, historical, or economic
forces shape the everyday realities lived by drug
and alcohol users. It has made major contribu-
tions to the addictions field as regards research
for, or in, drug consumption and distribution, and
strategies and interventions to tackle drug and
alcohol use and misuse. In contrast, quantitative
research can provide data to describe the illicit
drug market, but is less amenable to answer ques-
tions of “how” and “why”, the raison d’etre of
qualitative research. However, more important
than this, qualitative research in addictions pro-
vides insight into the nature of evidence, knowl-
edge production, and ideology in field.

Based on the discussions presented in this
chapter, a number of recommendations for future
research, policy and practice in defined evidence-
based addictions interventions can be proposed.
Firstly, if practitioners are expected to utilise
evidence-based interventions, then it should be
accepted that addiction journal publishing
should not contribute to the marginalisation of
qualitative research for, or on, addiction.
Secondly, the qualitative researchers in the
addictions cannot, and should not, have to sup-
press their attachment to theory, camouflage
their epistemological stance, or diminish the
intellectual content of their analyses. Thirdly,
policy makers, researchers and practitioners in
the addiction field should recognise the key role
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of qualitative research, through theoretically
informed, systematic and grounded analyses, in
exploring and demonstrating how particular
knowledge production, practice, and subjectivity
come to be taken as real. Fourthly, cross-disci-
plinary and transdisciplinary approaches to
knowledge production aim to synthesise and
integrate different disciplinary approaches lead-
ing to new methods or new concepts and ideas
and attempt to go beyond the use of multiple
approaches to transcend disciplinary boundaries
in search of new knowledge. Nonetheless, the
integrity of qualitative approaches is also impor-
tant. Fifthly, evaluation of implementation of
evidence based/informed interventions in addic-
tions should include qualitative research and this
research should be part of explicit strategies to
address barriers to implementation.
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and Karen Rebeiro Gruhl

13.1 Introduction

Qualitative research has played a vital role in the
mental health field. From its roots in descriptive
case studies to current contributions in program
evaluation, policy development, and social
action, qualitative research has helped shape our
understanding of and responses to mental health
and mental illness. While quantitative research
can be used explore the prevalence and frequency
of illness across the population and the impact it
can have on rates of social participation (such as
employment and levels of education), qualitative
research enables us to unpack the lived experi-
ence of mental health issues and mental illness
from the perspective of those involved. Improved

R. Gewurtz, Ph.D. O.T. Reg. (Ont.) (<)

S. Moll, Ph.D. O.T. Reg. (Ont.)

School of Rehabilitation Science, McMaster
University, IAHS Bldg, 4th Floor, 1400 Main St. W.,
Hamilton, ON, Canada, L8S 1C7

e-mail: gewurtz@mcmaster.ca; molls@mcmaster.ca

J.M. Poole, M.S.W., Ph.D.

School of Social Work, Faculty of Community
Services, Ryerson University, 350 Victoria Street,
Toronto, ON, Canada, M5B 2K3

e-mail: jpoole@ryerson.ca

K.R. Gruhl, Ph.D., M.Sc. O.T. OT. Reg. (Ont)
Community Mental Health and Addictions Program,
Health Sciences North, 127 Cedar Street, Sudbury,
ON, Canada, P3E 1B1

e-mail: krebeiro@hsnsudbury.ca

© Springer Science+Business Media New York 2016

understanding, rich descriptions and critical
appraisal of services and systems can contribute
to theory development and begin to shift our
focus to building a better and more just society.
Thus, qualitative research represents an impor-
tant topic when considering the advancement of
evidence-based practice in the mental health field
and our evolving knowledge and understanding
of mental health and mental illness.

In this chapter we consider qualitative research
as it relates to people living with mental illness
and mental health issues. We write this chapter
from our perspective as qualitative researchers
and clinicians in the Ontario mental health field
with experience conducting collaborative,
community-based research, institutional ethnog-
raphies, and policy and program related research.
We tend to focus our studies on social determi-
nants of mental health such as employment,
income, education, oppression and stigma, and
how to create more just and inclusive social
structures. Collectively, we are particularly inter-
ested in the lived experience of all those involved
in the mental health sector —consumers of mental
health services, Mad' people, service providers,

'By Mad we are referring to a term now used by many
individuals to self-identify their experiences with diagno-
sis, treatment and mental health services. As outlined in
the new Canadian Mad Studies reader, Mad Matters
(LeFrancois et al. 2013), Mad may refer to a movement,
an identity, a stance, an act of resistance, a theoretical
approach and a burgeoning field of study. There are many
ways to take up a Mad analysis, and they may be informed
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and family members—as well as the impact that
social and structural issues can have on people’s
lives and the services they might receive. We
have considered mental health and mental illness
in the context of the workplace and employment
opportunities, social assistance and social policy,
community participation, and the impact of
oppression and stigma.

We begin this chapter with acknowledgement
that people living with mental illness are among
the most marginalized, stigmatized, and
oppressed groups in society (Krupa 2008;
Pescosolido et al. 2008). However, people living
with mental illness form a diverse and heteroge-
neous population that has been defined in differ-
ent ways, grounded in the lived experience of all
those involved. Mental health and mental illness
are largely invisible, but can have significant
implications for individuals, families, and com-
munities. The experience of mental illness can be
acute, continuous or episodic, fluctuating
between periods of health and illness over time in
rather unpredictable ways. Often, the lived expe-
rience is less about the clinical manifestation of
symptoms and disease associated with mental ill-
ness, and more about the social factors and
responses that pose challenges to daily living and
functioning in the community.

We also begin this chapter standing in particu-
lar theoretical places, for qualitative research
always makes clear its philosophical position(s)
at the outset. A far cry from the positivist stance
that drives the quantitative quest for neutrality
and truth so common in much research, our posi-
tions often demand instead that we embrace sub-
jectivity, look for multiple “answers” and assume
that there are many ways of knowing. They shape
our questions, our research methods, as well as
what constitutes evidence. Indeed, we cannot
provide an overview of what we “know” about
mental health in this chapter without making
clear the various theoretical lenses that birthed
that knowledge. To that end, we must make clear
that those lenses are largely influenced by critical

by multiple ideas from Anti-oppressive social work
practice (AOP), Intersectionality, Queer Studies, and the
Social model of disability for instance.
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and social theories of disability (e.g., Abberley
2004; Beresford and Wallcraft 1997; Devlin and
Pothier 2006; Rioux and Valentine 2006), critical
social work approaches such as Anti-Oppressive
Practice (Baines 2007), critical approaches to
power (Bourdieu 1990; Foucault 1980; Giddens
1984; Oliver 2006) and social constructionism
(Blumer 1986).

What all of these positions share is the tradition
of critical theory, a lens that “assumes the play of
power in society as opposed to claims to objective
knowledge through ‘scientific’ approaches” (Lather
2004, p. 760). For more than 40 years, critical theo-
rists have contested scientific approaches and para-
digms that enshrine objectivity and prioritize
“prediction, explanation and verification” over
“description, interpretation and discovery” (Lather
2004, p. 760). The most recent of these approaches
has been the evidence-based focus in health sci-
ences, with its premise that “if healthcare profes-
sionals perform an action, there should be evidence
that the action will produce the desired outcomes”
(Holmes et al. 2006, p. 181). However, those work-
ing in the critical theoretical tradition and who are
mindful of this play of power in health research
ask, “what constitutes evidence?” and who has the
power to decide “when or how one piece of evi-
dence shall count [...] while another is denigrated
or excluded altogether?” (Holmes et al. 2006,
p- 182). Similarly, they have long questioned
notions of bias and quality (Moss et al. 2009).
Indeed, most qualitative researchers working in
this tradition believe “that knowledge is unavoid-
ably shaped by the preconceptions of the knowers”
(Moss et al. 2009). Because we cannot hold to the
notion that objectivity is possible, rather we may
judge quality based on: whether a study seeks to
deconstruct the play of power that affects how
health is known; whether a study promotes the
multiplicity of what Foucault names as subjugated
forms of knowledge (such as Mad knowledge for
instance); how well a study promotes post colonial-
ism and the privileging of local knowledge; how
detailed is the description in an inquiry; how a
study interrupts standard ideas of expertise; how it
fosters democratic practices; and how well it
demonstrates the reflective competence of the
researcher (Moss et al. 2009).
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And so, it follows that from this deeply theo-
retical position, in this chapter we consider how
quality qualitative research in the mental health
sector has evolved over time, including promis-
ing directions for critical future work. We have
chosen work that is always reflective, deeply
descriptive and democratic, and seeks the insur-
rection of subjugated knowledge (Pease 2002).
Our stance on qualitative research and what con-
stitutes evidence has emerged from our local
(Toronto, Hamilton, Northern Ontario) work and
experiences, and our belief that qualitative
research can be used to promote social action.
Throughout this chapter we will provide exam-
ples that represent the range of studies that we
have conducted and encountered in our work as
mental health researchers and clinicians that con-
tribute to the existing and emerging knowledge(s)
in the field.

13.2 Qualitative Research
in the Mental Health Sector:
An Historical Perspective

Qualitative case studies, interviews, and observa-
tional studies form the foundation of many theo-
retical and practice approaches in mental health
and psychiatry. For example, Freud’s approach to
psychoanalysis was grounded in qualitative case
studies with his patients (Rothgeb 1971; Streiner
2008). In addition, Goffman’s seminal studies of
patients in psychiatric institutions formed the
basis of our understanding of the medicalizing of
mental illness (Goffman 1961) and stigma as a
spoiled identity (Goffman 1963). These early
contributions to the field highlight the prominent
role that qualitative research has made to our
evolving understanding of mental health and
mental illness.

The rise of behaviorism in the twentieth cen-
tury, however, prompted a focus on quantitative
research (Peters 2010). In psychiatry, there was
an effort to establish credibility through conducting
research from a biomedical perspective, thereby
focusing on experimental studies from a positiv-
ist perspective with large sample sizes, objective
measures, and reliance on statistical approaches
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(Joseph et al. 2009; Streiner 2008). Indeed, most
psychiatric journals stopped publishing case
reports and there were few articles utilizing qual-
itative methods (Streiner 2008). The few that
were published were primarily descriptive in
nature and generally explored the treatment or
the course of mental illness. The rationale for
these studies was the scarcity of research and
knowledge in the area, suggesting that qualitative
research was limited to pilot or exploratory stud-
ies. There were, however, some dissenting voices,
arguing for the importance of understanding the
lived experience of mental illness and how this
can inform research and practice (Lord et al.
1987, Strauss 1989).

A review of publication trends in general med-
icine and psychiatry from 1990 to 2000 by
Crawford et al. (2003) highlighted the ongoing
exclusion of qualitative studies from high impact
journals such as the British Journal of Psychiatry
and Psychological Medicine. According to this
study, less than 3 % of articles published during
this time period included any qualitative methods,
with little fluctuation over time. A broader review
of several medical and psychiatry databases
between 1990 and 2007 found an increase in qual-
itative literature, particularly since 2000 (Schulze
2008). The review highlighted the fact that pub-
lished qualitative research tended to focus on
patients’ and caregivers’ experiences of mental
health problems, and the lived experience of using
and providing mental health services. Since the
late 1990s, qualitative mental health research has
explored the lived experience of people with men-
tal illness (Church 1995, 1997; Church and
Reville 2001; Johnson 1998; Pickens 1999), ser-
vice providers and family members (Rose 1998;
Sveinbjarnardottir and de Casterle 1997). More
recently, rather than being limited to pilot or
exploratory research, qualitative studies are used
to develop an in-depth understanding of complex
processes such as how people understand mental
illness (Secker et al. 1999), and to develop theories
of key concepts such as recovery (Young and
Ensing 1999) and social participation among peo-
ple living with mental illness (Alverson et al.
1995; Bassett et al. 1999; Dougherty et al. 1996;
Kirsh 1996; Weiner 1999). Qualitative studies
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have also been used to highlight limitations in the
structure and delivery of mental health services
and supports (Rebeiro 1999).

13.3 Approaches to Qualitative
Research in Mental Health

Qualitative research in the mental health sector
draws on a range of methods and approaches. In
our collective work, we have encountered
approaches that have been used to make impor-
tant contributions to the evidence-base and
knowledge in the mental health sector or have the
potential to do so. These approaches demonstrate
how we have moved beyond descriptive case
studies that were prominent within our history.
They demonstrate how qualitative research is
increasingly being used in sophisticated and ana-
lytical ways to advance knowledge and under-
standing of mental health, mental illness, and the
related services and systems. While not exhaus-
tive, these approaches provide a glimpse into the
innovation of the field.

13.3.1 Phenomenology/Lived
Experience

As illustrated throughout this chapter, phenom-
enology and documenting lived-experience
through case studies, personal stories, and nar-
ratives is a prominent and influential qualita-
tive approach in the mental health field. Such
approaches dominated the early qualitative
work in the field, and are still common practice.
Zolnierek (2011) reviewed 35 phenomenologi-
cal studies exploring the lived experiences of
individuals with severe mental illness, high-
lighting key themes related to the experience
of suffering, challenges in the mental health
system, and desire for community integration.
Other review studies have examined the experi-
ence of recovery from mental illness (Borg and
Davidson 2008), and the process of returning
to work following a mental health related sick
leave (Noordik et al. 2011).
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Deegan (2007) argued for the importance of
phenomenological research in informing mental
health practice, explaining that clients have
expertise by virtue of the lived experience of their
disorder and their intimate knowledge of what
gives their life value, meaning, purpose and qual-
ity. Her qualitative research led to the concept of
personal medicine, or non-pharmaceutical strate-
gies that individuals use to build personal resil-
ience and prevent relapse (Deegan 2005). Other
authors have also noted that the voices and expe-
riences of mental health consumers are often
silenced; therefore, to effectively understand,
study and treat mental illness, it is important to
pay attention to the lived experience over time
(Strauss 1989; Zolnierek 2011).

In the mental health field, a number of narra-
tive research studies have been conducted,
including studies examining the stories of indi-
viduals with psychosis (Gold 2007), those who
have experienced trauma (Hall 2011), and older
adults with substance abuse problems (Gardner
and Poole 2009). Personal stories, whether told
through the lens of phenomenology or narrative
research, can play a critical role in understand-
ing, communicating, and shaping the experience
of mental illness and the process of recovery.

13.3.2 Institutional Ethnography

Institutional ethnography is a qualitative research
approach that explores, from a critical social per-
spective, the social relations of power that shape
the day-to-day practices of individuals in organi-
zations (Smith 2006). Starting from individual
day-to-day experiences, the critical social lens of
institutional ~ ethnography  examines  the
institutional structures and policies that shape
these experiences (Campbell and Gregor 2008).
One of the key functions of an institutional eth-
nography study is to uncover power relations and
inequities that serve to marginalize or disem-
power individuals. This function is particularly
relevant in the study of individuals with mental
health problems and organizations that provide
treatment and supports to this population.
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There is a growing body of research in the
mental health field that incorporates institutional
ethnography to advance our understanding of the
ways in which institutions shape behavior. For
example, a study by Townsend (1998) highlighted
tensions in mental health program service deliv-
ery that are perpetuated by power structures and
social policies both within and outside the organi-
zation. In particular, she described key disjunc-
tures between strategies that empower clients to
direct their recovery and caregiving processes that
perpetuate dependence. Another study by Lane
(2011) critically examined the process and system
issues involved in the transition of older adults
from hospital mental health units into nursing
homes. Findings from this study highlight institu-
tional and social forces that factor into difficulties
for discharge planning and placement.

13.3.3 Arts-Informed Research

There are a plethora of arts-informed research
methods that have been used in the mental health
sector. One such broad area of arts-informed
research is qualitative visual research which
covers a range of methods and practices that
involve the use of visual media and technologies
at all stages of the research process (Pink 2006).
This approach often involves the combination
of visual, verbal, and written methods such as
in-depth interviewing, field notes or participant
observation (Pink 2006). Although relatively
new to health research, visual research has had
a place in social sciences since the 1920s, with
separate branches developing in anthropology
and sociology.

Some modalities of visual research include
more participatory-based approaches, and some
focus on extraction or using video to record a
specific interaction so that it can be studied in
more depth. Haw and Hadfield (2011) argue that
video as extraction makes possible a more
detailed examination than direct observation, as
it allows for repeated showings that can be slowed
down, combined with other data sources, and
allows for multiple researchers to consider, cri-
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tique and reflect on the same social interaction.
As an example, Poole et al. (2011) created a qual-
itative video-as-extraction method which, when
used with in-depth interviewing and field notes,
has dramatically shifted how clinicians under-
stand mental distress both before and after heart
transplant. Indeed, this qualitative method has
enabled the team to determine that over 88 % of
patients experience mental health distress after
transplant rather than the 30 % rate often argued
in quantitative self-report studies (Abbey et al.
2011; Poole et al. 2011; Ross et al. 2010).
Photovoice is another promising arts-informed
qualitative method that has been incorporated
into various mental health advocacy initiatives.
Photovoice is a grassroots approach to photogra-
phy and social action, originally developed in
1992 by Caroline Wang who worked with women
in rural China (Wang and Burris 1997). It is
informed by documentary photography, feminist
theory and critical consciousness theory, and
involves a participatory process “by which peo-
ple can identify, represent and enhance their
community through a specific photographic tech-
nique” (Wang and Burris 1997, p. 369).
Photovoice studies have been conducted with a
range of populations around the world, including
many populations with mental health issues, such
as individuals who are homeless (Wang et al.
2000), at- risk youth (Young et al. 2013), new
immigrants, and those in the early stages of
dementia (Wiersma 2011). Unlike traditional
research methods that often require people to be
able read, write, or speak in settings that may be
intimidating or that fail to accommodate the cog-
nitive, emotional and social limitations that can
accompany mental illness, using a camera can
free people from the constraints of traditional
modes of communication. For example, a study
conducted with women who experienced trauma
and abuse led to the creation of powerful photo-
graphs depicting their struggles and triumphs
(Moll et al. 2006). The women decided to display
their work in the lobby of city hall and their ini-
tiative led to engagement of local politicians in
their call to action, and a feature newspaper story.
Photovoice offers an innovative way to break the
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silence that often surrounds the experience of
marginalization and mental illness (Foster-
Fishman and Nowell 2005).

13.3.4 Discourse Analysis

Discourse analysts Phillips and Hardy (2002)
describe a discourse as “an interrelated set of
texts, and the practices of their production, dis-
semination and reception that brings an object
into being” (p. 6). Generally, discourse analysis
can be understood as an exploration of how that
process takes place with a specific focus on lan-
guage, knowledge and power. Whereas other
qualitative methods, such as phenomenology
might want to understand the lived experience of
mental health, discourse analysis uncovers the
ways in which that experience is constructed, by
whom and for what purposes (Phillips and Hard