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Abstract: Photovoice, a popular method in qualitative participatory research, involves individuals
taking photographic images to document and reflect on issues significant to them. Having emerged
in the mid-1990s, its popularity has been related to several advantages of working with the method
associated with enhanced forms of expression and accessibility, as well as a strong alignment with
participatory research principles. We explore the advantages, challenges and opportunities in
working with photovoice in qualitative research through gleaning insights from the literature and
from studies that were part of IN\GAUGE®, a research program that has used photovoice and other
visual methods for doing research with youth and families for over 15 years. The insights provide
guidance for the evolution of photovoice and the development of ethical protocol assessments that
are necessary for enhancing the participatory and empowering aspects of photovoice.
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1. Introduction

Since the mid-1990s, creative participatory approaches in qualitative research
have grown in popularity towards facilitating the authentic expression of the
complex realities of people engaged through research (FRASER & al SAYAH,
2011; MILLER, 2015; RATHWELL & ARMITAGE, 2016; WANG, 1999; WANG &
BURRIS, 1997), as well as the more affective connections between people, their
environments, and life situations (POWER, NORMAN & DUPRE, 2014; ZURBA &
FRIESEN, 2014). Photovoice has become situated among the most common
creative participatory approaches in qualitative health research (COOPER &
YARBROUGH, 2010; HOGAN et al., 2014; JORGENSON & SULLIVAN, 2010),
and has been found to be especially valuable when doing research with youth
and families (STRACK, MAGILL & McDONAGH, 2004; WOODGATE & BUSOLO,
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2015; WOODGATE & KREKLEWETZ, 2012; WOODGATE & SKARLATO, 2015;
WOODGATE, EDWARDS & RIPAT, 2012; WOODGATE, EDWARDS, RIPAT,
BORTON & REMPEL, 2015; WOODGATE, EDWARDS, RIPAT, REMPEL &
JOHNSON, 2016). This popularity has been related to several advantages of
working with the method associated with enhanced forms of expression and
accessibility, as well as a strong alignment with participatory research principles
(RIPAT & WOODGATE, 2012; WANG, 1999). Given the popularity of using
photovoice, its increasing diversity of applications, and some of the questions
emerging in research around the representation through the method (EVANS-
AGNEW & ROSEMBERG, 2016), we contend that the time is right to conduct an
evaluation of photovoice relating to participatory health research. Towards
achieving this, our article explores the advantages and challenges of using
photovoice in qualitative research by bringing forward examples from the
literature and photovoice projects that were part of IN\GAUGE®, an on-going15-
year research program developed by Roberta WOODGATE. Through
IN*GAUGES®, she contributes to building insights into the health and illness
experiences of youth through exploring the multiple perspectives of youth, their
families, policy makers, and service providers. The research conducted through
IN*GAUGE?® is designed to provide critical information for understanding youth's
perspectives and lived experiences of health and illness (e.g., health promotion,
cancer and cancer risk, and chronic physical and mental iliness) as well as the
perspectives of their families towards developing better policy and services. Co-
researchers’ of IN\GAUGE® studies are frequently given options for how they can
participate in the research process and often chose to express themselves
visually (instead of only verbally through interviews) with regards to their
illness/health condition(s) or those of their loved ones. The many insights about
photovoice which have been gained through IN GAUGE® projects are used here
towards the consideration of new opportunities for furthering photovoice as a
participatory method in qualitative health research with youth and their families. [1]

In the following sections we explore the advantages, challenges and opportunities
in working with photovoice in qualitative research through gleaning insights from
the literature and from studies that were part of IN\GAUGE®. We begin by
highlighting how photovoice has been used as a powerful tool for expression and
empowerment for participants engaged through qualitative research. In the
following section, we deal with the procedural, ethical and relational challenges in
working with photovoice at various stages from activation to interpretation and
dissemination. This section also considers some of the issues with photovoice
relating to data validity and authenticity. In the final section, before our
conclusions, we focus on opportunities for the advancement of photovoice as a
qualitative participatory methodology. [2]

1 "Co-researcher" is used here instead of "participant" in order to reflect the participatory nature of
the research program.
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2. Photovoice as Tool for Expression and Empowerment in
Qualitative Research

Photovoice is a participatory method that involves individuals taking photographic
images to document and reflect on issues significant to them and how they view
themselves and others (KELLER, FLEURY, PEREZ, AINSWORTH & VAUGHAN,
2008; MITCHELL, 2011; STRACK et al., 2004; WANG & BURRIS, 1997). It is
viewed as a useful strategy for prompting dialogue between the interviewee and
the co-researcher that may result in thick descriptions in phenomenology (VAN
MANEN, 1990). Photovoice has been heralded as an unobtrusive way of entering
the worlds of individuals, providing strategies for co-researchers to define the
problem of interest, revealing what might be uncomfortable or unknown
(JORGENSON & SULLIVAN, 2010; KELLER et al., 2008; PRUS, 1996; SZTO,
FURMAN & LANGER, 2005). It was first pioneered in community-based
participatory research with marginalized populations in the mid-90s by Caroline
WANG and Mary Ann BURRIS (1997; see also FAYVAN, 1995; HOGAN et al.,
2014; WANG, 1999). With photovoice, the camera is put in the hands of the co-
researcher. Photovoice, therefore, is a significant evolution from "photo
elicitation," an approach where the interviewer uses photos as symbolic points of
reference to guide the interview (BUCKLEY, 2014). By enabling the co-
researcher to produce the images that are the focal point for discussion, the
method creates the space for the co-researcher to build the context and provide
the setting for research questions (HERGENRATHER, RHODES, COWAN,
BARDHOSHI & PULA, 2009; MILLER, 2015). [3]

Participatory visual approaches such as drawing and photography enable the co-
researcher to have a conversation with themselves by thinking through how they
want to represent their own perspectives and experiences around a given topic
(WOODGATE, WEST & TAILOR, 2014). Through participatory visual methods,
co-researchers may produce powerful metaphors or literal depictions of their lived
realities (KANTROWITZ-GORDON & VANDERMAUSE, 2016). Working with
visuals was found to be powerful for youth who participated in several of the
IN*GAUGE?® studies. For example, the visual representations of experiences
provided by co-researchers in the Meaning-Centred Symptom Experiences by
Children with Cancer study? revealed the power of visual media for accessing
youth's (8-17 years) conscious and unconscious feelings about difficult life
situations, such as illnesses causing pain, sorrow and existential crises
(WOODGATE et al., 2014). Using the media platform, youth were able to express
themselves through interacting with characters and moving through universes
that were designed to help them express the complex emotions that they were
experiencing as a result of iliness. Another example is an Adolescent Cancer
Prevention study where youth (11-19 years) used photovoice to depict their
concern, hurt, resentment and detachment with regards to their families' smoking
habits, highlighting the connection between smoking habits and interfamily
relationship dynamics (WOODGATE & KREKLEWETZ, 2012). [4]

2 Full names for studies are listed in the Acknowledgments section.
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Procedurally, photovoice involves individuals taking photographs and providing
captions to those images in order to document and reflect on issues significant to
them and how they view themselves and others (SZTO et al., 2005; KELLER et
al., 2008). Photovoice interviews and focus groups that are conducted through
IN*GAUGE® follow the SHOWeD method. The SHOWeD method is a common
set of protocols for photovoice research (CATALINI & MINKLER, 2010), involving
leading individuals through a set of interview or focus group questions with the
assistance of photos (DAHAN et al., 2007; STRACK et al., 2004). The SHOWeD
method consists of five questions: "What do you see here?," "What is really
happening here?," "How does this relate to our lives?," "Why does this situation,
concern, or strength exist?," and "What can we do about it?" (WANG, CASH &
POWERS, 2000, p.84). The questions progressively challenge co-researchers to
explore the deeper meanings of the image towards providing insights about the
determinants of issues and ways forward for the development of solution and/or
interventions (STRACK, et al., 2004; WOODGATE & KREKLEWETZ, 2012;
WOODGATE et al., 2015). Another question used at the end of all interviews is
"Were there any photos you wish you could have taken?" This gives co-
researchers a chance to explore their thoughts and visions about life beyond their
realities (e.g., wishing to take a photo of a person that is since passed or another
life situation that is impossible). As a research process, photovoice also includes
several steps beyond interviewing, including choosing photos for sharing,
discussions with stakeholders, presentations and exhibits, and reflections and
decisions for next steps (LORENZ, 2010; LORENZ & CHILINGERIAN, 2011). [5]

When participating in photovoice, people take photos for different reasons,
including artistic expression (GRAY, de BOEHM, FARNSWORTH & WOLF,
2010), the promotion of social justice (MOLLQOY, 2007), the seeking of connection
and understanding of lived realities, however diverse (FRISBY, MAGUIRE &
REID, 2009), and to express at times complex emotions (WOODGATE et al.,
2012, 2015). The photographs constructed by the co-researchers are at times
literal representations of their experiences (e.g., receiving treatment) or the
objects or places affecting their lives (e.g., a hospital or health clinic). Frequently,
however, the images captured by co-researchers are metaphors for their life
situations, experiences, and/or emotions. In such cases, the co-researchers'
verbal interpretations of the images are particularly important for understanding
the meaning(s) of photos, especially when the images are deeply symbolic.
Images can also often have and/or can trigger multiple meanings (GENOE &
DUPUIS, 2013). The following youth co-researcher explored her reality of living
with a bleeding disorder (Von Willebrand's disease) through symbolic
representation (Figure 1) and explained that her photo reinforced that there was
more to her than her chronic iliness and that while the photo made her feel proud
and confident, it also evoked feelings of sadness. The youth felt that her
participation would contribute to enhancing discussions and hopefully
understanding about what it is like to be a youth living with a chronic illness.
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Figure 1: I am more than my chronic iliness. Photo taken by a female co-researcher (age
26 years) in the Living with and Managing Hemophilia and other Bleeding Disorders study.

"There's more to a person than just their disease, there are passions that you don't
see when I'm at worst in the emergency department. Um you know you, obviously
you see the worst, you don't see the best, and this is, this is my best, this is my, this is
my confidence, this is what I'm confident in, this is what | excel in, this is my happy
place. So no one, no one sees that when I'm really sick and that makes me sad
because as an artist and as an illustrator you want to share that, you want to show
everyone" (Female co-researcher, age 26 years, from the Living with and Managing
Hemophilia and other Bleeding Disorders study). [6]

Describing an image can evoke a variety of emotions within co-researchers. Co-
researchers involved in research through IN°\GAUGE® often commented on the
research process and expressed that it afforded them opportunities to explore in
ways that they had not been able to previously. One co-researcher expressed this
in terms of her enjoyment of the process and how photovoice brought up intense
and beneficial thoughts and feelings.

"l just really enjoyed the photovoice. | found it really eye-opening. | didn't think | could
you know come up and have so many intense feelings just over pictures, but it does,
it made me feel really good. It was a really good way to do some stress relief and
self-care" (Female co-researcher, age 30 years, from the Aboriginal Youth Living with
HIV study). [7]

Numerous cultures throughout history have acknowledged the healing power of
interacting with images (BOYDELL, GLADSTONE, VOLPE, ALLEMANG &

FQS http://www.qualitative-research.net/



FQS 18(1), Art. 2, Roberta L. Woodgate, Melanie Zurba & Pauline Tennent:
Worth a Thousand Words? Advantages, Challenges and Opportunities
in Working with Photovoice as a Qualitative Research Method with Youth and their Families

STASIULIS, 2012; KREITLER, OPPENHEIM & SEGEV-SHOHAM, 2004;
KUNZENDOREF, 1991). Co-researchers often expressed that their experience of
the photovoice process was therapeutic and that such benefits were facilitated
through the less-rigid structure and safe space for expression created by the
researcher during the interviews. The therapeutic nature of the method was
reflected in the dialogue with a co-researcher from the Living with and Managing
Hemophilia and other Bleeding Disorders study who was able to express how his
"stuffies" [stuffed animal] made him feel safe when attending hemophilia camp,
and when asked how his "stuffies" handle his pokes, he said: "They're stuffies!
They always handle their pokes!"

Figure 2: Stuffies. Photo taken by a male co-researcher (age 12 years) in the Living with
and Managing Hemophilia and other Bleeding Disorders study.[8]

Another youth co-researcher from the Youth's Voices study expressed that she
wished that visual expression was a part of her therapy sessions, and that she
felt she could communicate better with the adults in her life (including parents)
through and with the assistance of photographs. This enhanced ease of
communication that can be attained through producing and engaging with visuals
is a common result of working with photovoice (CARLSON, ENGEBRETSON &
CHAMBERLAIN, 2006; GENOE & DUPUIS, 2013). Similarly, parents of
IN*GAUGE® study co-researchers often echoed the benefits of using
photography for promoting reflection and communication. Some parents have
stated that photovoice was a way for their children to express themselves without
the "clinical labeling" that they felt came along with other types of discussions
about their child's illness. Parents also often see the photovoice process as being
something that could cultivate creativity and positive interests in their children's
lives. [9]

The photovoice results with youth from several of the IN\GAUGE?® studies
reflected the positivity that parents expected as an outcome. In addition to youth
saying that they enjoyed the process and that it provided therapeutic benefit, they
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also used the process to reflect on the most positive aspects of their lives and
things that they were most proud of (e.g., drawings that they had made or
symbolic representations of their other achievements, such as school
graduation). It was especially important for researchers to keep in mind the
participatory quality (i.e., that co-researchers play a role in guiding themes) of the
interview when co-researchers presented photographs that seemingly did not fit
with the research topic, but instead were a reflection of everyday life or aspects of
life that the co-researcher particularly enjoyed. Photos representing the "ordinary"
can be overlooked in photovoice interviews over those that depict more dramatic
scenes or metaphors that highlight particular points of interest or reflect a sense
of "poetry" in the data. Researchers have to keep in mind that photovoice
interviews are highly interpretive, that dramatic effect does not necessarily
communicate more, and that a photo or series of photos about something
seemingly trivial or unrelated to the research topic could in fact provide
meaningful data once interpreted by the co-researcher. An example of this is
when co-researchers from the First Nations Children with Disabilities study and
the Children Living with Complex Care Needs study would take multiple photos of
family outings when the broader research questions were about their experiences
with an illness. Though the photos did not illustrate the iliness in a literal sense,
they did provide a powerful platform for talking about the "good days" and "bad
days," what was meaningful in life, and the support systems that were important
for maintaining well-being. [10]

The data coming through photovoice in qualitative research have the potential to
generate information for meaningful changes to systems of care by informing
policy-makers of assets and deficits relating to particular issues (STRACK et al.,
2004; WANG, 2006). A co-researcher from the Children Living with Complex
Care Needs study took a series of photos of the barriers she had to deal with
respect to her accessing the washroom in a health care facility where she would
go weekly for treatment (e.g., Figure 3). She had terminal cancer and her main
focus in her last year of her life was advocating for youth with cancer.
Inaccessible buildings were just one of the many issues she would talk about.
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Figure 3: Barriers. Photo taken by a female co-researcher (age 16 years) in the Children
Living with Complex Care Needs study.

"Each time we get smacked with barriers ... But we were so frustrated, we couldn't
believe it, a brand new washroom and they're doing the same things again. Like |
don't know where people's brains are" (Youth and mother of youth in the Children
Living with Complex Care Needs study). [11]

The insights coming through IN*GAUGE® provide further evidence for the
advantages of working with photovoice as a qualitative research method. The
insights not only demonstrate that photovoice can be an empowering approach,
but that it can also positively impact co-researchers, as well as those who are
close to them (i.e., parents and carergivers). Such insights also shed light on the
potential for photovoice and other visual approaches to be extended into
therapies and other clinical practices that help youth understand and manage
suffering and facilitate healing and positive existential development
(WOODGATE et al., 2014). If we are to develop photovoice further as an
approach in research and within systems of care, it will be important to consider
the commonly occurring procedural, ethical and relational challenges that can
influence the quality of future photovoice approaches (SCHWARTZ, 2011). The
next section presents some of the challenges that emerged in the literature and
through IN*GAUGE®. [12]
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3. Procedural, Ethical and Relational Challenges in Working with
Photovoice

The following sections of our article contribute to understanding the applications
of photovoice and provides an evaluation of photovoice as a method employed in
health research through exploring the procedural, ethical and relational
challenges that have been highlighted in the literature on photovoice, as well as
through the experiences through IN~GAUGE®. [13]

3.1 Activating and implementing photovoice with research co-researchers

In activating and implementing qualitative research that uses photovoice, it is
important to pay close attention to why and how photovoice is being used, and if
photovoice is an appropriate method for the research or for engaging particular
co-researchers. When initiating photovoice it is important to consider the lives of
the study co-researchers and if taking photos outside of the interview time will be
burdensome (ROYCE, PARRA-MEDINA & MESSIAS, 2006; WANG, YI, TAO &
CAROVANO, 1998). Several different aspects of photovoice can make the
approach prohibitive. Co-researchers may not be familiar with the artistic or
technical aspects of photography. Towards overcoming such hurdles, training in
the use of equipment and technique should be built into photovoice protocols,
often providing co-researchers with enriching and educational experiences
(LENETTE & BODDY, 2013). Training is built into INs\GAUGE® research project
protocols to make co-researchers feel comfortable with what was being
requested of them. This also includes sharing with co-researchers in advance the
types of (SHOWeD) questions that would be asked during photovoice interviews.
Nonetheless, in IN*\GAUGE?® studies that have used photovoice, there were some
co-researchers who were not comfortable with the process and found that
photovoice was difficult to accomplish due to its unfamiliarity, or counter to what
they expected from the research process (i.e., even when the process and
research questions were shared in advance). The following quote is an example
from the Youth's Voices study where a co-researcher (female, age 17 years)
explained why she did not want to participate in photovoice because she did not
feel familiar with photography and felt that it was not an appropriate way for her to
contribute to the study.

Interviewer: "Okay. Um now you mentioned that you do have the camera, correct."
Co-researcher: "Yeah, | already have it."

Interviewer: "But you ..."

Co-researcher: "But | don't want to do the photography thing."

Interviewer: "Okay."

Co-researcher: "l just, | don't know how that contributes, | don't, | don't think it will
‘cause | don't know what | would take pictures of and | don't know why it would be
relevant."

Interviewer: "Okay."

Co-researcher: "I'm not much of a photographer (chuckle)." [14]
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IN*GAUGE® co-researchers are always given the option to decline the photovoice
portion of the interview with other options offered. For example, in the Living with
and Managing Hemophilia and other Bleeding Disorders study, there were some
younger children who found drawing pictures really helped them to express their
feelings, especially depicting a good/bad day. IN-\GAUGE?® interviewers also
noted that the questions from the SHOWeD framework were not always as
helpful in cases where co-researchers would take photos of the everyday aspects
of their lives. There were instances when co-researchers expressed frustration
with SHOWeD, explaining that they could not go into detail due to the nature of
the questions which required further or different styles of probing. [15]

Protocols for initiating photovoice should involve co-researchers in determining if
photovoice is appropriate and/or desired (MACLEAN & WOODWARD, 2013).
Through the collaborative development of protocols, co-researchers can have a
say about when, where and how photovoice is conducted. By determining
appropriateness in the early stages of research it may also be possible to
determine the level of obtrusiveness that might come through working with visual
representations of a co-researcher's life. A trial run may be a suitable approach in
situations where it is not easily determined if photovoice is appropriate or if it will
pose undue challenges that could possibly be remedied at the start of a project
(CHONODY, FERMAN, AMITRANI-WELSH & MARTIN, 2012). As is the case
with all types of research (visual or non-visual), regardless of the point of entry for
co-researchers, it should be made clear that co-researchers need share only
what they feel comfortable with. This is especially important when asking
questions about those experiences that cause emotional pain and may be very
personal (e.g., experiences with illness and treatment). [16]

Important aspects of the photovoice research design include the interview space
and the interview procedures, which can determine how safe co-researchers feel
to reflect and express their perspectives (MANNAY, 2010). For IN-\GAUGE®
studies, less formal spaces (e.g., a co-researcher's home) tended to be more
effective for creating relaxed and comfortable settings for co-researchers than did
formal spaces (e.g., hospitals or clinics). The way in which questions were
designed and how researchers reacted to co-researcher responses were also
important for promoting an environment where co-researchers felt safe to reflect
deeply and respond authentically. It is important that interviewers not privilege
their own voice over their co-researchers' or impose their own interpretations of
metaphors symbolic language (BUETOW, 2013). Furthermore, being open and
non-judgmental, and not asking overly personal questions or limiting responses
can be critical for supporting open and authentic responses (SOPACK, MAYAN &
SKRYPNEK, 2015). The next section explores question(s) around authenticity
and validity of photovoice in greater detail. [17]
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3.2 Authenticity and validity

Authenticity and validity are issues with all research (i.e., qualitative and
quantitative). With respect to qualitative research, WHITTEMORE, CHASE and
MANDLE (2001) contend that distinctions in validity criteria need to be made "with
credibility, authenticity, criticality, and integrity identified as primary validity criteria
and explicitness, vividness, creativity, thoroughness, congruence, and sensitivity
identified as secondary validity criteria" (p.522). Criteria such as explicitness,
vividness and creativity can be influenced by social pressure that can be
experienced by co-researchers during an interview, especially where there are
creative elements (e.g., photography) that are meant to promote transformative
outcomes such as changes to health policy (RYDZIK, PRITCHARD, MORGAN &
SEDGLEY, 2013). Over the years, Roberta WOODGATE has found that the
experience of social pressure to produce something meaningful and impactful is
especially strong in qualitative health research because co-researchers often see
their participation in studies as a way to help others who are experiencing similar
challenges. Social pressure was also reflected when IN“GAUGE® co-researchers
would sometimes say that they "were not photographers" or when co-researchers
would describe their photos as "not very good." The desire to create something
beautiful or powerful was a strong factor for some of the INsGAUGE® co-
researchers, particularly those who had an appreciation for photography or the
arts in general. During several interviews, it became obvious that co-researchers
were also clearly aiming to meet the expectations of the researchers instead of
using photovoice to explore their own personal interpretations. This was
particularly detectable during the Youth Health Promotion study. During the
photovoice interviews many youth took photographs of fruits and vegetables
"because they are healthy" (WOODGATE & LEACH, 2010; WOODGATE &
ZURBA, under review). Photos of foods that are commonly known as being
"healthy" and photos portraying exercise did not come with rich descriptions of
meanings relating to health, as did other photos that had more personal and
symbolic meanings. Youth's photos from the Youth Health Promotion study that
were accompanied by the most authentic and enthusiastic responses were those
representing their experiences with friends, community, and especially with "being
outside" in the environment (WOODGATE & SKARLATO, 2015). This difference
in the amount of expression between what might be expected and the
unexpected illuminates how enthusiasm within responses can enhance the
secondary validity of the data (WHITTEMORE et al., 2001). [18]

Parameters for participation are important to consider when designing photovoice
protocols. Limitations such as not permitting the inclusion of older photos or
photos found on the Internet are common research protocols with photovoice.
Such protocols are meant to encourage co-researchers to compose their own
images, but often lead to dissatisfaction due to not being allowed to use an image
that best represents what a co-researcher wants to express (DEALE, 2014;
GARRETT & MATTHEWS, 2014). The protocols that have been developed for
INGAUGES® studies are set up so that limitations are not imposed on how photos
are acquired. IN\GAUGE® co-researchers have brought forward older images or
images/screenshots from the Internet to express happier times in their lives,
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inspiration or different realities that they had hoped for. On a few occasions
IN*GAUGE® co-researchers took the liberty of staging scenes towards theatrically
constructing their photographs. For example, a co-researcher from the
Adolescent Cancer Prevention study involved her family members in creating
scenes that reflected her concerns with cancer and cancer prevention (Figure 4).

Figure 4: Staged scenes. Four examples of photos taken by a female co-researcher (age
12 years) from the Adolescent Cancer Prevention study. [19]

Through permitting staged photos co-researchers are able to produce depictions
of the types of events (e.g., recreations of the past) that they might not have
otherwise been able to capture, making photos snapshots of different thoughts
and times in their lives enabling them to discuss their realities more authentically.
Similarly, it is important to be conscious of the fact that photographs may not be
able to provide the whole story that a co-researcher may want to share, and that
space is created within the interview where co-researchers are encouraged to "fill
in the gaps" orally if they so wish. [20]

Research Ethics Boards (REBs) play a strong role in determining the protocols
for photovoice from beginning (i.e., recruitment) to end (i.e., dissemination)
(MILLER, 2015). Limitations are placed on the types of photos that can be taken
by co-researchers, such as not being able to take photos of people's faces,
objects or places that make it possible to identify individuals. As a requirement by
university REBs (COHEN, 2012), researchers must implement common practices
and protocols such as advising co-researchers not to include people even when
they consent (RUIZ-CASARES & THOMPSON, 2016), to refrain from other
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attributes of life which may depict potential “illegal” activity and to blur any faces
that are included in the images. However, blurring and not being able to include
faces is problematic for supporting the empowering aspects of photovoice, and
can create negative connotations around people and their life situations (i.e., that
something is wrong with that person). A father of a youth with cerebral palsy in
the Children with Complex Care Needs study commented on how not including
his son's face would "ruin the whole point of the picture" because "his face is the
only part of his body that is mobile and expressive." This example clearly
illustrates a significant challenge with limiting what co-researchers can include in
photovoice. The example also begs the question, what does it mean to not
include people in photos, meant to be representations of a person's life
experiences and meaning constructs? This question also strongly emerges when
co-researchers opt to take "selfies" (hand held self-portrait) as a way of
expressing their positions within their different worlds. On several occasions,

IN GAUGE® co-researchers commented on how taking a "selfie" was a means of
assuring that they were seen and that their voice was being heard through the
images and helped to control how they were perceived. Co-researchers also
expressed that "selfies" were being used as a modality for maintaining/building
self-confidence. Including selfies can drastically shift the focus from external
objects to the co-researcher, in turn changing the power dynamics in the
construction of visuals (SHARE, 2015). Ethical challenges relating to the inclusion
of people in photos produced through research ultimately are focused on how
photos become research products that are eventually shared with wider
audiences (i.e., beyond researchers and co-researchers). The next section
explores some of the challenges with photovoice data interpretation and
dissemination. [21]

3.3 Interpretation and dissemination

There is a growing literature on the interpretation of visual data in qualitative
research (BANKS, 2001; EMMISON & SMITH, 2000; ROSE, 2007; STURKEN &
CARTWRIGHT). GUILLEMIN and DREW (2010) contend that researchers should
be especially concerned with the role of the co-researcher in the interpretation of
visual data. Interpretations can be highly reflexive and hold multiple meanings, as
is the case with all qualitative data. In interpreting their visual data, IN-\GAUGE®
co-researchers provide meanings for their photovoice image and then consider
additional meanings through building discourse in the interview space. A co-
researcher from the Youth's Voices study (female, age 17) talked about the
meaning of her photograph as being something that was a trigger for thoughts on
self-image (Figure 5), and then reflected further in the interview that her
perception of the photo could change in the future as her self-image changed
(i.e., not needing external validation).
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Figure 5: A trigger for thoughts on self-image. Photo taken by a female co-researcher (age
17 years) in the Youth's Voices study.

Interviewer: "And would you change anything about it?"

Co-researcher: "l think | really like the picture, | think | really like the way it turned
out."

Interviewer: "It's amazing."

Co-researcher: "Thank you (chuckle). Um | would hmm | don't know, | don't think |
would change the picture, | think | would change my perception of it, like | know |
can't really change the way | view myself in the mirror but just the idea that um |
shouldn't have had to see this to remember so, but yeah." [22]

GUILLEMIN and DREW (2010) also maintain that researchers have a central role
in interpreting the data through discerning patterns and applying theory. In this
sense, the ability of the researcher to work with visual data will depend on their
qualitative research skills and understanding of theory, but will also be highly
dependent on their experience in working, and aptitude with, understanding visual
materials. In interpreting visual data researchers must rely on their ability to see
patterns, symbols, points of interest, and themes towards synthesizing data into
coherent accounts of the research (SALDANA, 2015). Furthermore, issues
around standardization can be more complex than with other forms (i.e., written)
of qualitative data due to the highly interpretive attributes of visual data (WHITE &
DREW, 2011). Additionally, by virtue of the process or through intention in the
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research design, photovoice interviews typically produce narratives, which at
times are not easily triangulated with other data (PERLESZ & LINDSAY, 2003). [23]

How data will be disseminated may also depend of the level of sensitivity that is
required in handling the stories shared through photovoice. Ownership and
modes for dissemination can have great influence over the types of responses
given by co-researchers in photovoice interviews, and ethical considerations need
to be given to co-researchers' understandings of how dissemination will take
place (HANNES & PARYLO, 2014). Co-researchers may feel embarrassment
from sharing their images the same way that people often do not like listening to
their own voices on audio recordings. A variety of considerations must go into the
development of final products from research involving photovoice. The choice of
final products and how they will be disseminated are essential components of the
early stages of photovoice research design because they can influence
participation (i.e., if people want to be part of the study or not), as well as the
types of photos that are taken. [24]

Issues of privacy and ownership with visual data can be complex (GUILLEMIN &
DREW, 2010). REBs may be concerned about the permanence of photographs
and the implications of such permanence. This is similar to the concerns that
come with the permanence of images on social media that can later have
consequences for peoples' lives in, e.g., finding future employment. Some of the
issues around ownership can be mitigated by giving greater control to co-
researchers through establishing protocols for co-ownership of the data (i.e., the
co-researcher can retract their data at any point, including when the study is
over). Protocols can also be established for seeking explicit permissions for
different types of images (e.g., showing faces) and different types of uses and
knowledge translation (e.g., academic publications and reports vs. popular
formats). [25]

People often feel strong connections to images that they produce (GOTSCHI,
FREYER & DELVE, 2008). IN\GAUGE® co-researchers asked more frequently
for copies of their photographs than they would for copies of interview transcripts
and they expressed more interest in the final research products when visuals
were part of different types of dissemination products (i.e., conference
presentations, videos, exhibits). Youth and Family Advisory Councils are integral
for guiding research through IN\GAUGE® and where most of the thoughts about
final research products are expressed. For example, councilors for the Children
Living with Complex Care Needs study and Youth Health Promotion study
expressed strong interest in extending the photos towards becoming videos
depicting the major themes in the research. [26]
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3.4 Opportunities for the advancement of photovoice as a qualitative
participatory methodology

The virtues and challenges that are associated with photovoice as a qualitative
participatory methodology point to the potential for advancements based on
insights from past research. Advancing photovoice as a methodology involves
maintaining and enhancing those attributes that are working, as well as
developing new protocols and approaches for field work and dissemination.
Photovoice has been used in research predominantly to explore the thoughts and
experiences of co-researchers as moments or a "snapshot in time." Some
researchers have extended the temporal aspect of photovoice by asking co-
researchers to take photos at various stages of a project or throughout different
phases of an experience (e.g., receiving treatment for an illness). The temporal
aspect of photovoice, however, is rarely extended in such a way that it is applied
to reflect upon the research itself. [27]

There were several times when INsGAUGE® photovoice co-researchers would
bring insights to the research about the methodology that could affect future
projects. This feedback provided insights for subsequent projects, but did not
directly benefit the co-researchers within the project in which they were
participating. This illuminates the necessity for a more didactic approach to be
built into the structure of photovoice projects where the contributions of co-
researchers are documented by researchers in such a way that lessons learned
can build capacity and directly benefit the co-researchers sharing the insights.
Similarly, photovoice could be carried forward into the follow-up phases of
research. Researchers often struggle to find ways to effectively debrief and care
for the well-being of co-researchers who may have shared deeply personal or
emotional stories during (photovoice or other types of) interviews. Co-researchers
as such may be left to cope with any thoughts and emotions that may have
emerged during the research (e.g., talking about one's own illnesses, the
illnesses or deaths of a loved one). Under the right circumstances (i.e., when the
co-researcher is interested and it is not burdensome to do so), photovoice may
provide a vehicle for exploring co-researchers' experiences with research and any
resulting emotions that are a product of the research experience. Photovoice
applied at the end of the data collection phase of research could generate crucial
information that could be directed towards helping co-researchers communicate
their needs. Such information could in turn help researchers put into place tools
and resources for safely exiting the research. [28]

REBs have a major role to play in the ability of researchers to realize the full
potential of photovoice as a participatory tool for qualitative research (MILLER,
2015). It is important that REB review protocols continue to evolve along with
developing approaches to participatory and arts-based methods towards ensuring
that co-researchers and researchers are safe, while not being overly restrictive to
the reflexivity and emancipatory components of research process. How effectively
this can be achieved will largely depend on the possibility of extending
participatory and arts-based research protocols towards involving co-researchers
in the setting of parameters for what is ethical and desirable in research.
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BOYDELL et al. (2012) reinforce that there is a need for discourse among arts-
based researchers about the unique and shared ethical challenges faced by them
and, in turn, communicating their discussions with policymakers and REB
members. We contend that REB protocols should be adapted so that ethics and
research protocols acknowledge the agency of co-researchers (including youth)
and their capacity for decision-making within the research process (i.e., as is
integral to research that aims towards being truly participatory in nature).
Acknowledging ownership is also paramount to creating photovoice protocols that
are empowering for co-researchers. As such, REBs should have protocols for
enabling co-researchers to determine how materials like photographs will be used
and shared in the long-term, and where they will reside following the completion
of the project. This would differ from the current norms for dealing with data
following the completion of a project, which usually involves full destruction of all
data. [29]

4. Conclusions

Advantages, challenges and opportunities in working with photovoice in
qualitative research were revealed through the literature and from studies that are
part of IN*\GAUGE?®, a research program that has used photovoice and other
visual methods for doing research with youth and families for over 15 years.
Despite the popularity of photovoice, the research sheds light on the importance
of giving careful consideration to the study population and the research topic
towards determining if photovoice is appropriate, as well as different approaches
to employing photovoice with co-researchers. We provide evidence that supports
the involvement of co-researchers planning for the research and the development
of protocols for all stages of a photovoice project. This includes involvement in
the development of ethical guidelines for research to protocols for interpretation
and knowledge translation. Additionally, options for participation should be built
into guidelines due to the individual nature of co-researchers' responses being
engaged through photovoice. The insights derived from the literature and through
IN GAUGE® provide touchstones for the evolution of photovoice as a participatory
method in qualitative research. Enhancements to the didactic quality of the
research, and considerations for extending photovoice into care following the
completion of research are two areas where photovoice could be developed with
great promise. Institutional support will be essential to the development of
photovoice as a qualitative method. As photovoice develops, REBs will also need
to put strategies into place that are capable of assessing the sophisticated
approaches for photovoice, including supporting the participatory development of
ethical guidelines. [30]
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