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Over time, research on patient participation has evolved from describing inter-
actions between patients and health professionals to also include the importance
of social and structural factors for patient participation. This requires research-
ers to use different research designs when they want to study this, both qualita-
tive and quantitative. Narrative, social constructivism, critical discourse anal-
ysis, hermeneutics, phenomenology and grounded theory are qualitative designs
that are often used to illuminate various aspects of patient participation. Dif-
ferent professions must develop a common frame of reference in an area where
cooperation is important for success, and it is therefore valuable to have inter-
disciplinary and interprofessional approaches in further research in the field.

Patient participation is an international field of research. Different defini-
tions and theories have been developed to understand the concept, and
different designs have been used to research the area. This article presents
theoretical perspectives on patient participation and five qualitative designs
used in international research. Qualitative design includes both methodol-
ogy and method. Methodology deals with the underlying theoretical thought
behind science and philosophical premises for various designs, such as her-
meneutics. Methods deal with specific procedures such as interviews to
collect data (Creswell & Creswell 2018).

Theoretical perspectives

Extensive research has been conducted clarifying the content of the concept
of patient participation (Cahill 1996; Thompson et al. 2007; Arnstein,
1969; Castro et al. 2016; Sahlsten et al. 2007). In the research literature, it
is seen that the terms patient participation, patient involvement, patient
and user participation are used synonymously (Castro et al. 2016). Patient
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participation can be understood at the micro (individual treatment), meso
(organisational level of the health service), and at the macro level (health
policy) (Castro et al. 2016).

The first person to develop a framework for patient participation was
an American social scientist and researcher, Sherry Phyllis Arnstein (1969),
with the so-called ‘ladder of citizen participation’. It shows various steps for
participation ranging from manipulation by health professionals to the
patient having power over the situation. The higher up the ladder, the more
patient participation.

English nurse and researcher, Jo Cahill (1996: 365), conducted a sys-
tematic conceptual analysis of patient participation in a nursing context in
the mid-1990s. Five characteristics for achieving participation were high-
lighted: (1) there must be an established relationship, (2) relevant informa-
tion must be given and knowledge and/or competence gaps must be handled
with the help of suitable modalities in different contexts, (3) there must be
a surrendering of a degree of power or control by the nurse, (4) there must
be engagement in selective intellectual and/or physical activities during
some of the phases of the health care process and (5) patients must experi-
ence the activities as valuable. Cahill has been an important contributor in
creating an understanding of patient participation as a concept, both in
research and clinical work.

Swedish nurse and researcher, Monika Sahlsten and colleagues, con-
ducted a systematic conceptual analysis of patient participation in the late
2000s (Sahlsten et al. 2008) - clearly inspired by Cahill (1996). She further
defines the content of patient participation as an established relationship
between patient and nurse, that participation involves surrendering of a
degree of power or control by the nurse, and that information and knowl-
edge is shared, and that common engagement in treatment-related activities
exists. Sahlsten and colleagues (2008) argue that this definition can be useful
in assessing how patient participation is designed, implemented and how
it can be evaluated. This understanding also highlights important qualities,
such as the patient-centered approach and continuity in care. Consideration
of the patient’s experience and having respect for the patient’s choices are
also emphasised.

In the mid-2010s, Belgian social scientist and researcher, Eva Marie
Castro and colleagues, carried out a systematic analysis of the concept of
patient participation (Castro et al. 2016). Based on the last step in the
concept analysis, a literature review, Castro and colleagues propose the fol-
lowing definition of patient participation: “Individual patient participation
is about the patient’s rights and opportunities to influence and engage in
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the decision-making about their own care through a dialogue attuned to
his or her preferences, potential and a combination of his or her experien-
tial and the professional expert’s knowledge. Collective patient participation
is about the patient’s or patient organisations’ participation in the design
of health and social care services by involvement in a range of activities at
the individual, organisational and political levels combining experience and
professional knowledge” (Castro et al. 2016: 1929).

Both Cahill (1996) and Sahlsten and colleagues (2008) emphasise an
individual and clinical perspective on participation in their definitions. The
contextual relationship is not affected. On the other hand, the definition
of Castro and colleagues (2016) has been extended to also include partici-
pation at the organisational and political level.

Theoretical model on patient participation

A key public policy and citizenship researcher from Scotland, who has made
theoretical contributions to understanding patient participation, is Andrew
Thompson (2007). He describes several levels of participation in a taxonomy
that illustrates different degrees of participation; (1) autonomous decisions,
(2) shared decisions, (3) being given information and engaging in dialogue,
(4) seeking information and receiving information, and (5) not being
involved. The taxonomy describes patient power as ranging from exclusion
from decision-making to co-determination of treatment, in other words
from a paternalistic approach to an equal dialogue. It has been argued that
this model may give a basic understanding of patient participation in dif-
ferent contexts (Thompson 2007).

Thompson and colleagues have also been involved in developing a holis-
tic theoretical framework for understanding patient participation (Thomp-
son et al. 2007). The framework is intended to reflect the complexity of the
phenomenon. Patient participation can be understood in terms of compo-
nents, levels and contexts. Important components of participation are: (1)
influencing the choice of action, (2) participation in the definition of the
problem, (3) participation in reasoning processes about treatment, (4)
involvement in decision-making, and (5) mutual emotional encounters
(Thompson et al. 2007). This framework highlights the complexity of par-
ticipation, i.e., that participation must be understood from dissimilar patient
situations, and will therefore unfold differently in dissimilar patient path-
ways.

Several researchers in the field of nursing, pedagogy and social medicine
have used the framework to analyse patient participation for various patient
groups in clinical situations (Kvangarsnes et al. 2013a; Rise et al. 2012;
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Andersen-Hollekim et al. 2019; Aasen et al. 2012b; Bardsgjerde et al. 2019).
This model highlights the interaction between the patient and health pro-
fessionals. The model does not address participation of relatives and patients
at system level; however, the model has been used to highlight the involve-
ment of relatives in palliative care and haemodialysis (Tarberg et al. 2019;
Aasen et al. 2012¢)

Qualitative design

Narrative approach

The word narrative comes from Latin ‘narrare’ which means to tell. A story
often has a course of events. Narrative design could be one way to study
the patient’s experiences of participation in a patient pathway. This approach
gives patients a clear voice. By highlighting patients’ perceptions of par-
ticipation, health professionals can gain a new and changed understanding
of the patient’s situation and how patients and relatives have experienced
and view participation (Chase 2018). Narrative analysis has different theo-
retical directions that capture personal and human dimensions of experience
over time taking into account the relationship between individual experience
and cultural context (Clandinin & Connelly 2000).

The term patient participation can be perceived as theoretical and distant,
and it may therefore be appropriate to use a narrative form of interview
when examining personal experiences related to participation in illness and
treatment. In a narrative interview, open-ended questions are used to invite
the telling of personal experiences with involvement in the patient process
(Brinkmann & Kvale 2015).

There are many understandings of narrative research and the definition
of narrative has changed over time. American sociologist and researcher,
Susan E. Chase (2018), describes a development from which narrative was
exclusively used to illuminate the past and present to inclusion of the future
in narrative presentations. Narrative may be an appropriate way to study
participation in a patient pathway, as patient pathways have a time perspec-
tive and chronology of events.

The selection of informants in narrative research is often strategic and
aims to capture the complexity of participation from the patient perspective.
The narrative can be based on experiences from one patient but also from
several (Brinkmann & Kvale 2015). When you have several informants, the
interviews are presented as one narrative, which represents an interpretation
of all the patients’ stories. The stories can also be obtained with the help of
documents or texts from, for example, letters and diaries (see Table 1).
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In narrative analysis, one searches for a plot which is a pattern of devel-
opments in the stories. The plot may, for example, describe participation
in different phases of a patient pathway (Holloway & Freshwater 2007;
Patton 2015). Fundamental questions in narrative research are: (1) What
theoretical framework is the study based on? (2) What type of knowledge
do personal narratives give us access to? (3) What ethical position does the
researcher hold in the presentation of data? (4) What methods should be
used to produce narrative data? (Thomas 2010). Explicitness about the
underlying choices taken is important for the credibility of narrative research
(Chase 2018).

Narrative approaches have proven valuable in illuminating both the
patients’ and relatives’ experiences of involvement in patient pathways (Tar-
berg et al. 2019; Kvangarsnes et al. 2013b; Bardsgjerde et al. 2019). The
narratives give the informants a clear voice and give access to personal
experiences that can provide a deeper understanding of participation.

Social constructivist approach

Social constructivism is based on a fundamental understanding that all
human cognition is socially constructed (Berger & Luckmann 2000; Mead
et al. 2015). Knowledge is a result of culture, and the historical and con-
temporary context of which the individual is a part (Howell 2013). There
are many fields within social constructivism, but the common denominator
is an emphasis on the importance of social factors. The various fields are
rooted in pedagogy, sociology, linguistics, philosophy and the social sciences.
This interdisciplinary approach has gained great importance in many aca-
demic environments and has contributed to theory development.

Social constructivist theory and methods may provide a holistic under-
standing of a field of research and pave the way to understanding patient
participation as a social negotiation process. The approach may provide
insight into how participation is constructed in practice and provide valu-
able knowledge for implementing patient participation, as set out in legis-
lation and guidelines.

With the aid of image analysis and social constructivist theory, Norwe-
gian nurses and researchers, Ingrid Christina Foss and Marit Kirkevold
(2008), have analysed patient participation from a gender perspective. The
approach provides an opportunity to uncover underlying and implicit
expressions about patient participation. This knowledge is valuable for rais-
ing awareness with a view to creating change.
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Critical discourse analysis

Critical discourse analysis is a research strategy, whereby the purpose is to
analyse how language contributes to creating and maintaining power struc-
tures (Fairclough 1992). The research strategy aims to uncover underlying
power structures in texts to create change. By performing in-depth text
analyses and taking into account the social and historical context in which
the text is included, this approach allows one to highlight how society’s
hierarchies of power are created and reproduced through discursive practice.

Patient participation is about the distribution of power between patients
and health professionals (Thompson 2007). Critical discourse analysis may
provide insight into how the patient’s right to participation is safeguarded
in various contexts. Internationally, the right of patients to participate in
treatment has been strengthened (WHO 2013). In Norway, the patient
participation perspective was already evident in the National Health Plan
(2007 - 2010) (Ministry of Health and Care Services 2009a). It was stipu-
lated that users should be involved in the shaping of all parts of the health
service. In the Coordination Reform, this perspective was continued and
strengthened (Ministry of Health and Care Services 2009b). It is important
to study how the legislation on patient participation is implemented in
clinical work, at system level and in the formulation of national guidelines
for treatment. An evaluation of how patients, relatives and earlier patients
of the health service in Norway participated in work on the formulation of
127 clinical guidelines (2000-2009), showed disappointing results (Rasvik
et al. 2010). With a few exceptions, patients had not participated in the
development of the guidelines examined. In the guidelines, few attempts
were made to include patients’ views by using literature searches for updated
research on patients’ needs. Systematic collection of information from
patient organisations was not carried out either.

Critical discourse analysis can be useful for analysing how the democratic
intentions in legislation are taken care of at the micro, meso and macro
levels. By connecting the different levels, it is possible to gain an increased
understanding of the discourse on patient participation in a society (Fair-
clough 2001).

Ciritical discourse analysis is based on a discursive event, which is the
use of language in a specific situation (Fairclough 1992). Analyses at three
levels are carried out: (1) text analysis (for example, word choice, sentence
level, modalities), (2) discursive practice (production of text, distribution
processes and how a text is consumed) and (3) discourse as social practice:
ideology and hegemony (discourse is placed in an understanding of power).
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Critical discourse analysis is about analysing the relationship between
text, interaction and context (Fairclough 1992). Several researchers have
been inspired by English researcher and linguist, Norman Fairclough, when
studying patient participation in clinical activities in acute and chronic
disease (Aasen et al. 2012a; Kvangarsnes et al. 2013a). These studies show
the value of combining text analysis and analysis of discursive practice with
theoretical models of patient participation. The studies highlight ethical
dilemmas in treatment in both acute and chronic situations. Value-laden
words and expressions, metaphors and modalities in language, highlighted
underlying power structures and lack of participation in the treatment
(Aasen et al. 2012b; Kvangarsnes et al. 2013a). Contradictions were uncov-
ered between the rhetoric in health policy documents and the experiences
of patients and health professionals with patient participation.

Hermeneutic approach

Hermeneutics is about the interpretation of texts. Etymologically, the word
comes from Greek ‘hermeneuein’, which means to express in the sense of
conveying and speaking. Interpretation and explanation also fall under
hermeneutics, as does translating from one language to another. Thus, the
word has a threefold meaning: to express, to interpret and to translate
(Gulddal & Meller 1999).

Hermeneutics has evolved from antiquity with dialogue as an ideal for
cognition. Philosophers, Friedrich Schleiermacher (1758-1834), Wilhelm
Dilthey (1833-1911), Martin Heidegger (1889-1976), Hans-Georg Gad-
amer (1900-2002) and sociologists, Jiirgen Habermas (1929) and Paul
Ricoeur (1913-2005), have been important contributors in the development
of hermeneutics into a philosophy of understanding (Gulddal & Meller
1999). Many consider hermeneutics to be the most important theory of
science in the humanities. A key concept in hermeneutics is the hermeneu-
tic circle. This refers to the idea that the understanding of a text as a whole
is based on the understanding of each individual part. Interpretation
becomes a process that oscillates between parts and the overall context in
which the part exists.

Gadamer (1999) emphasised the importance of prejudice for understand-
ing. Prejudice is part of the human horizon of understanding and is as such
an important gateway to interpretation and understanding. Separating valid
prejudices from the invalid ones is a challenge. This must be tested in dia-
logue with the past, i.e., examine how one previously looked at a case. The
interpreter’s pre-understanding must be tested with the help of time inter-
vals, consequently, it is changed and adjusted in the light of new experiences.
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Gadamer conveys that the time interval often makes it possible to solve the
critical questions of hermeneutics, the separation of the true prejudices that
make us understand from the false ones that make us misunderstand (Gad-
amer 1999). Understanding begins when something speaks to us. We ques-
tion texts that include historical thinking where we also include an under-
standing of our own historicity. Gadamer’s texts on understanding have
later been criticised, nuanced and problematised by, among others, Haber-
mas (1999). A hermeneutic understanding is developed by the interpreter
listening to the text and asking questions to interpret the underlying mean-
ing. The goal is to gain a deeper understanding than what the text inherently
expresses. The text must be interpreted in a historical and cultural context.
The researcher must listen to the text with empathy and seek underlying
opinions. The art is to bring out what is not in the text (Marquard 1999).

Underlying principles in hermeneutic interpretation have been presented
as: (1) interpretation should have a logical context, (2) overview of the
totality of the work, (3) underlying problems must emerge, (4) all the ques-
tions that the text raises must be answered, (5) the questions must come
from the text and not from the interpreter, (6) the text must be interpreted
in a historical and cultural context, (7) the interpreter must respect what
the author says, (8) the interpreter must respect established interpretations
of text, (9) the interpretation must stimulate further thinking, and (10) the
interpretation can be transferred to other areas (Alvesson and Skéldberg
2009).

Professor of philosophy, cultural scientist and researcher at the Univer-
sity of Bergen, Nils Gilje, also points out that different hermeneutic tradi-
tions may be perceived as incompatible. Nevertheless, they can unite in
specific research projects and draw benefits from each other (Gilje 2019).

Hermeneutic approaches have been used in studies of patient involve-
ment in chronic disease. An example is nurse and researcher, Tone E. Hol-
lekim-Andersen and colleagues (2019), who have studied the experiences
of nurses with patient involvement in haemodialysis treatment. An impor-
tant finding was that participation varied in different phases of the patient
pathway. Acute treatment might lead to a small degree of participation. The
treatment context was considered to be of great importance for the par-
ticipation. The family’s absence in treatment planning was also an interest-
ing finding (Andersen-Hollekim et al. 2019). The study shows how a her-
meneutic approach can be valuable in gaining insight into how the treatment
context and the patient’s disease state can provide important premises for
involvement in the patient pathway.
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Phenomenological approach

Phenomenology has had a great influence on research in the health sciences,
especially in nursing. Eva Gjengedal (1994) and Kari Martinsen (2003) are
Norwegian nurses and researchers who have developed and promoted this
tradition in their field. The research tradition is closely related to the expe-
riences of patients and health professionals in practice. Therefore, it is rel-
evant to understanding the perceptions of patients, relatives and healthcare
professionals of involvement (Jones et al. 2012). In phenomenology, the
world in which we live, and with which we have immediate familiarity and
experience, is called the ‘life-world” (Husserl 1965). German philosopher,
Edmund Husserl, argues that knowledge has a validity regardless of when
and by whom it is formulated. Husser!’s point of departure is that the world
can be nothing other than the world as it appears in our consciousness. The
concept of the life-world does not take into account power relationships in
society, i.e., social conflicts and conflicts of interest between different groups
(Crossley 1996).

Gjengedal (1994) has conducted a phenomenological study of the expe-
riences of patients and health professionals with treatment of critical illness.
The study provided important insight into the vulnerability of intensive
care patients during respirator treatment. Norwegian nurses and researchers,
Henny Torheim & Marit Kvangarsnes (Torheim & Kvangarsnes 2014),
based their study on the phenomenological philosophy of Norwegian nurse
and researcher, Kari Martinsen (2003). The study has helped to create an
understanding of patients’ vulnerability during interaction and involvement
with health professionals in acute treatment of chronic obstructive pulmo-
nary disease.

Grounded theory
Grounded theory can be considered both as a qualitative design and as a
method for developing new and context-specific theories (Starrin 1996).
Grounded theory is a widely used qualitative concept in international
research (Morse et al. 2009). Grounded theory includes and translates quan-
titative concepts, such as validity, reliability, causality and generalisability
to qualitative research and is therefore considered to be a systematic and
contextual method (Bryant & Charmaz 2007).

Grounded theory was developed by American researchers, Barney Glaser
& Anselm Strauss (1967). Glaser was educated in advanced quantitative
analysis at the University of Colombia, while Strauss was educated in qual-
itative methodology and field-related research at the University of Chicago.
Glaser & Strauss (1967) developed a systematic method containing both
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qualitative and quantitative elements that allow data to be moved to theory
(induction) to create alternative theories. Such theories will be related to
the context in which they are developed. The foundation of grounded theory
is based on observations rather than on pre-defined analytical constructs,
categories or variables from already established theories. The theory emerges
from the substantial field of research (Starrin and Svensson, 1996).

Grounded theory consists of eight prominent phases or concepts (Willig
2013): (1) categories (groupings of cases), (2) coding (the categories are
identified), (3) constant comparative analysis (identification of similarities
and dissimilarities between categories), (4) negative case analysis (develop-
ment of theory in light of current evidence), (5) theoretical sensitivity (from
a descriptive to analytical level), (6) theoretical sampling (collecting addi-
tional data based on categories that have emerged in previous phases of the
data analysis), (7) theoretical saturation (samples and encodes data until
new categories cease to apply) and (8) memo writing (written register con-
taining the theory development).

Glaser & Strauss (1967) believed that everyone can create their own
theory, as long as it is based on real life. They further believed that everyone
can be innovative in social research, so-called science entrepreneurs. The
theory, however, should be tested and modified.

Grounded theory is a suitable method for studying social processes such
as user participation in healthcare services (Foley & Timonen 2015; Charmaz
et al. 2018). Grounded theory has been used in many research projects to
highlight the experiences of patients with participation, for example, nurs-
ing in somatic care (Larsson et al. 2007) for patients with amyotrophic
lateral sclerosis (Foley & Timonen 2015), and to highlight the experiences
of nurses with patient participation in the health service (Sahlsten et al.
2007).

Data collection in qualitative research on patient participation
Participation can be studied from different points of view, for example from
the perspectives of patients, relatives or health professionals. Research shows
that patients and health professionals may experience participation in the
health service differently (Sahlsten et al. 2007). There are various data col-
lection methods for studying participation when studying the experiences
of patients, relatives and health professionals in a patient pathway (Bugge
& Jones 2007).

Interviews are often semi-structured or narrative. For semi-structured
interviews, an interview guide tends to be used with various themes one
wishes to shed light on. The theoretical framework of Thompson and cow-
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orkers (2007) can, for example, provide suggestions for themes in an inter-
view guide. In individual interviews, the goal is to collect data that can
highlight the complexity of patient participation. Knowledge of patient
experiences may provide new insights to use in the development of the
health service and in medical guidelines (Rosvik et al. 2010). Several
researchers have highlighted the value of a patient and relative perspective.
Nurse Elise K. Bardsgjerde and colleagues (Bérdsgjerde et al. 2019) has
conducted interviews with patients to illuminate participation in various
phases of acute myocardial infarction. Nurse Anett Skorpen Tarberg and
colleagues (Tarberg et al. 2019) have interviewed relatives to illuminate
their participation in various phases of palliative care, and nurse and
researcher, Elin Aasen and colleagues (Aasen et al. 2012a) has interviewed
nurses about the participation of patients in haemodialysis.

Focus groups are often used as a data collection method to illuminate the
experiences of health professionals in relation to the participation of patients
in healthcare. In order to have rich data, it is reccommended to have a
homogeneous group - this is because they have a common frame of refer-
ence in the discussions (Krueger & Casey 2015). Experience has shown
that homogeneous groups are suitable for producing complex experiences
and ethical dilemmas in healthcare (Tritter & Landstad 2020). In hetero-
geneous groups, different positions and different frames of reference may
hinder deeper communication of the phenomenon being studied (Tritter
& Landstad 2020). Andersen-Hollekim and colleagues (2019) have, for
example, conducted focus groups with health professionals to illuminate
their experience with patient involvement in different phases of patient
pathways with kidney disease.

Observation could be another method for studying participation. Dif-
ferent observation methods are available: participatory, systematic or video
recording (Patton 2015). There are some ethical dilemmas associated with
observation of patients, and these must be carefully considered before using
the method. For example, the observed patient may find it stressful to have
a researcher present in a treatment situation. Norwegian nurse and researcher,
Ellen Kristvik (2011), carried out fieldwork at a Norwegian hospital. With
the aid of observation, she studied the decision-making process in healthcare
to find out whose interests were taken care in cancer treatment. She asks
critical questions about how informed consent in treatment choices is main-
tained in clinical practice. She especially highlights the sociocultural context
as significant to participation.

Document and text analysis is a method that can be used to provide
insight into how health professionals communicate with patients and rela-
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Qualitative
design

Narrative

Social construc-
tivism

(ritical dis-
course analysis

Hermeneutics

Phenomenol-
ogy

Grounded
theory

Purpose

To create meaning in the
story

To understand how differ-
ent factors affect how par-
ticipation is expressed

To analyse underlying
power structures in com-
munication

To interpret texts on par-
ticipation in historical and
cultural contexts

To describe subjective
experiences with partici-
pation

To develop alternative
theories based on the con-
text in which the phenom-
enon has arisen

Data collection methods

Narrative interviews
Documents/texts (letters, diaries)

Visual expressions (photographs,
drawings/paints)

Individual interviews
Focus group interviews
Observations
Documents/texts
Websites

Visual expressions (pictures)
Individual interviews
Focus group interviews
Observations
Documents/texts
Websites

Individual interviews
Focus group interviews
Observations
Documents/texts
Websites

Individual interviews

A fundamental principle is that ‘all
is data’- for example:

Individual interviews
Focus group interviews
Observations

Documents/texts (letters,
speeches, memoirs, novels, biogra-
phies, newspaper articles)

Visual expressions (photographs,
films)

Websites

]92 ‘ MICHAEL 2020; 17: SUPPLEMENT 24

Analysis

Narrative analysis

Narrative analysis
with elements of
image analysis

Social constructiv-
ist analysis -
meaning is cre-
ated in social
interaction

Analysis at three
levels:

Text

Discursive practice
Social context

Hermeneutic
interpretation of
text

Phenomenologi-
cal analysis of
experiences

The analysis is
based on
observations
rather than using
analytical con-
structs, categories
or variables from
already proposed
or established
theories

Study object

Patients, relatives,
health profession-
als

Patients, relatives,
health profession-
als, health policy
processes

Patients, relatives,
health profession-
als, health policy
processes

Patients, relatives,
health profession-
als, health policy
processes

Patients, relatives,
health profession-
als

Patients, relatives,
health profession-
als, health policy
processes



tives (Bratberg 2017). Table 1 gives examples of documents and texts rel-
evant to analysis. A number of information leaflets have been designed
intended to ensure patient involvement and participation in treatment
(Gulbrandsen et al. 2010).

It is important to study participation in mental illness, as this patient
group is particularly vulnerable. Norwegian sociologist and researcher
Marianne Hedlund and colleagues (2019) have performed document/text
analyses on articles, interviews, reports, public documents and websites to
study how people with mental health problems can access healthcare through
participation in self-help groups. The study adds a critical perspective on
how the public health sector can waive responsibility for this patient group.

Photovoice is a method that can be used to document and reflect the
needs of different groups to add knowledge that is intended to create change
(Wang & Burris 1997). The method means that the participants are given
the task of documenting their situation with the help of visual narratives.
Photovoice can reveal how patients experience participation in treatment.
For example, researchers have used photovoice as a tool to study the expe-
riences of HIV patients with medication for mental reactions to the disease
(Werremeyer et al. 2017). Photovoice has also been used in a study on
participation in dialysis treatment (Allen & Hutchinson, 2009), and in
another study on perceived limitations in relation to wheelchair use (Berland
2007). In these studies, the method has revealed shortcomings in participa-
tion in patient treatment.

Table 1: Main features of various qualitative designs. An overview is given
of methods that have been used in qualitative research to illuminate patient
participation in the health service. Relevant analyses and data collection
methods related to various designs are discussed. The last section presents
which study object the various designs can illuminate.
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