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related study by Campbell and colleagues deftly illus-

trates how people with lived or living experience of a

health concern are in the best position to reveal and
evocatively convey the nuanced, circumstantial and structural
conditions that shape their health.! These conditions and cir-
cumstances may remain otherwise invisible to researchers, prac-
titioners and policy-makers, ultimately undermining health
equity, as well as intervention efficacy and effectiveness. Photo-
voice, the methodology used in the related study, is a participa-
tory, visual-narrative methodology that can powerfully centre
the participant voice and perspective in research. A blend of pho-
tography and narrative, it has been described as an accessible
participatory method through which to engage patients or a
community across a wide breadth of health research.2 When
done well, photovoice methods can be used to cocreate
research; patients and academics or clinicians, each drawing
from their respective knowledge of a health issue, work together
to generate a question, collect data and elucidate meaning from
the data to shape action. It has the potential to enrich health
research as an avenue for patient coresearchers to share their
wisdom and experiences through powerful imagery and story.

Patient engagement in health research has grown in response
to demands that research be conducted with, not on, patients to
ensure the work is contextually, morally and ethically grounded.®
Ideally, patient engagement should lead to the coproduction of
research findings that increase the effectiveness of knowledge
translation and implementation efforts. For research partici-
pants, taking photos can be more meaningful than completing a
survey and less intimidating than being asked to participate in an
interview or focus group.

Photovoice is a qualitative method characterized by critical
engagement and action. Participants are actively engaged to take
photographs about the issue under study, one that is important
to them or their community, and then to share and discuss their
selected key photos, often in a group discussion. Afterward, the
resulting photographs and narratives are used to mobilize the
research findings to affect policy, practice or community change
with policy-makers.* Photovoice methodology offers people
some autonomy in the research process; participants choose

KEY POINTS

® Photovoice is a participatory research methodology that uses
photography and narrative to prioritize the lived experiences
and perspectives of patients or community members.

® The use of photovoice can enhance patient-engaged research
with vulnerable populations, about delicate topics or concerned
with promoting health equity.

® When used improperly, participatory methods can be tokenistic,
worsen power imbalances and perpetuate inequities
experienced by patients.

e Participatory research methods offer a means to address
complex health questions that implicate nonmedical
determinants of health, sociopolitical structures and dynamic
health systems in a collaborative way.

what to photograph (and why), how and when the image is cap-
tured, and what is said about the meaning of the image when it is
shared with others. They have the opportunity to steward their
knowledge through the research process and dissemination,
rather than consign it to the researcher to use for study purposes.
The use of photovoice can be particularly valuable for research
with nonverbal communicators or vulnerable populations, and
for research about delicate topics or concerned with promoting
health equity through the conduct of the study.

Participants can use photography to express insights or
experiences that may be difficult or uncomfortable for them to
share in words alone. When they do speak about their photos,
participants can explain why they chose to take the photo and
how the images are meaningful or important to them, relative
to the issue being studied. In this way, researchers are invited
to more deeply understand the issue from the participant’s per-
spective and to gain insight on the lived experience of an ill-
ness, on their ability to access care, on their interactions with
the health care system, or the health and structural inequities
underlying those experiences. Researchers see what the partici-
pants see, and hear about those sights in the participants’ own
words. During group discussions, researchers can also witness
how each participant’s experiences either resonate with or are
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distinct from others in the conversation. Assumptions that are
taken for granted can be explored and challenged.

From an implementation science perspective, which aims to
reveal what works for whom under what conditions, patient
engagement through photovoice can be powerful for revealing
the complexities of people’s own health and relationships with
the health system, and for influencing practice or policy inter-
ventions to address targeted health and health system needs.
Patient engagement in a photovoice study should transcend
engaging people as data sources to welcoming people as core-
searchers who help to shape the investigation, contribute
knowledge and collaboratively analyze data to produce new
insights that will be acted upon by decision-makers.

As with other participatory research approaches, photo-
voice methodology embodies the principles of social justice
and action research to prioritize and respect all partipants’
knowledge contributions and desires for community change.
Through participatory research, patients and community
members are positioned to share their wisdom, contextualized
by experience and perspective, as equal contributors to those
offering scientific or clinical expertise. As such, they are con-
sidered experts alongside academic- or clinician-researchers
and, through their involvement in the research, become agents
of change in their communities.®

In spite of this powerful and reciprocal intent, the value of
photovoice and other participatory methods remains, at best,
overshadowed by more conventional health research methodol-
ogies. At worst, participatory methods can be partially or superfi-
cially used, tokenizing patient or community engagement in
research. Photovoice methodology itself has been the subject of
weighty limitations and ethical concerns, including prioritization
of research aims over community action, failure to include com-
munity members beyond data collection, data ownership resting
with the researcher(s), misrepresentation of research collabora-
tions as effective avenues of policy influence or change, perpetu-
ation of empowerment rhetoric, and breaking trust among core-
searchers.® Further, although “a picture may be worth a
thousand words,” dissemination of photovoice research in the
academy is dominated by written culture, often relegating a min-
imal number of images produced by participants to results sec-
tions or supplementary data (decisions typically made by the
academic researcher to comply with journal requirements, and
not by the participant coresearcher). These limitations perpetu-
ate imbalanced power relations, contradicting the Freirean’

underpinnings of photovoice research, and require critical evalu-
ations of power throughout the process.

Substantively addressing these concerns will be essential if we
are to make any sustainable gains in equity, diversity and inclu-
sion in the conduct of health research, as recommended by Can-
adian federal funding agencies.® Participatory research methods,
such as photovoice, offer a means to engage patients and their
communities in collaboratively addressing complex health ques-
tions that implicate nonmedical determinants of health, sociopo-
litical structures and dynamic health systems. These methods
must be employed rigorously and with critical reflection, inviting
methodological innovation and improvement to remediate the
underrealized value of patient participatory research.
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