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Short report

AbstrAct
Objectives Patient involvement in palliative 
care research is a desirable if challenging goal. 
Photovoice is an action research method in which 
affected communities gather photographs to 
document and discuss their communities’ strengths 
and concerns. Engagement with policymakers is a 
separately stated goal. Photovoice is increasingly 
used in health-related research but has not been 
widely described in the palliative care literature. 
We report on experiences and lessons learnt using 
Photovoice in Blantyre, Malawi to encourage its 
wider use in research and practice.
Methods Thirteen co-researchers (six patients 
and seven household carers, mean age 47 
years) receiving community-based palliative 
care, attended nine half-day group sessions over 
a 4-month period. Co-researchers produced, 
selected and analysed photographs. On 
completion of data collection, they conducted 
an advocacy event, including a photographic 
exhibition, to which media representatives and 
community leaders were invited.
results Procedures to ensure safety of co-
researchers and to obtain consent of individuals 
identified in the photographs were developed 
during the planning phase. Co-researchers 
engaged with the Photovoice process with 
enthusiasm, although frailty and physical disability 
(poor sight) limited participation for some older 
adults. Inclusion of palliative care staff within the 
research team helped to facilitate open dialogue 
and clinical review where appropriate.
conclusions In this Photovoice study, patients 
and family members receiving palliative care 
engaged in an exploration of household well-
being using photography, participatory analysis 
and an advocacy event. With appropriate 
planning, Photovoice can be adapted to a range 
of settings to enhance patient participation.

IntrOductIOn
Current evidence suggests that patients 
and families would appreciate greater 

involvement in palliative care research.1–3 
A patient-centred approach is at the heart 
of palliative care, and research methods 
should, where possible, reflect this, though 
concerns about patient vulnerability some-
times prohibit such involvement. Photo-
voice is a participatory action research 
method in which co-researchers combine 
photography with critical dialogue to 
record and reflect on their community’s 
strengths and concerns (box 1). It was first 
described by Wang and Burris in 1997 
who proposed its use among tradition-
ally ‘hard to reach’ groups, encouraging a 
change in the traditional power dynamic 
of research, enabling the ‘researched’ to 
become the ‘researcher’.4 

A systematic review of Photovoice 
studies reported increasing use of the 
method in health research and included 
papers from African settings.5 In the 
palliative care literature, Horsfall and 
Noonan utilised Photovoice alongside 
other participatory methods to explore 
the impact of caring for dying patients 
on the wider community in Australia.6 
Caregivers in New Zealand have also 
used Photovoice to explore their needs.7 
Beyond the perspective of caregivers, 
Photovoice has been used by patients in 
a variety of challenging clinical settings: 
chronic pain,8 mental illness9 and cancer 
survivors,10 though it has not previously 
been described in the literature engaging 
patient participation in the setting of 
palliative care.

In this paper, we document our experi-
ences and lessons learnt using Photovoice 
with patients and family caregivers affected 
by advanced cancer. This study was 
conducted at the community-based Tiyan-
jane Clinic in Blantyre, Malawi. Tiyan-
jane Clinic has provided adult palliative 
care services through government-linked 
hospital and community-based teams in 
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Blantyre, Malawi (South Central Africa) since 2003. A 
stepwise overview of the process is recorded in order 
to encourage others to use Photovoice to facilitate 
patient participation in other settings of research and 
practice.

MethOds
In preparation for the study, two members of the 
research team attended a Photovoice workshop in 
London. This provided a practical and theoretical 
overview of Photovoice, as well as the opportunity to 
plan and develop our study design with support from 
the course facilitator and diverse range of participants.

Two weeks prior to recruitment, all households 
receiving community-based palliative care from Tiyan-
jane Clinic were approached by their palliative care 
community nurse with information about the study. 
Community-based volunteers already known to the 
households acted as fieldworkers, providing a point of 
contact in case of change in physical status, problems 
with cameras or any other queries. After obtaining 
their written consent for participation in the study, 
co-researchers (patients and main household carers) 
were provided with digital cameras and a basic intro-
duction in their use.

Subsequently, the co-researcher group met twice 
a week over a period of 4 weeks. Between meetings, 
they took the cameras home to take photographs 
on the subject ‘the story of my illness’. This broad 
subject area was chosen to make it as easy as possible 
to gather images, while ensuring that they had some 
relevance to an ongoing study exploring the well-being 
of households of patients with life-limiting illnesses. 
Hard copies of digital images were printed and sorted 
into categories as a group activity. Categories were 
discussed and named during a process of critical 
dialogue guided by an external facilitator trained in 
qualitative research. Towards the end of the meet-
ings, co-researchers developed a programme of activ-
ities for an advocacy event which was held in a local 
community hall. Health and community leaders were 
invited to the event along with members of the media. 
In preparation for the advocacy event, co-researchers 
were invited to individually select photographs for 
which they wrote a short explanatory caption. These 
captioned images formed a photographic exhibition at 
the advocacy event. Secondary analysis of transcripts 

from audio recordings of group discussions has been 
undertaken separately.

results
At the time of the study, 16 households under the 
community programme were approached, of which 
eight agreed to take part (comprising nine patients 
and eight carers). Engagement in research and use of 
cameras were new activities for all co-researchers in this 
study. Four older people (patients with brain, thyroid 
and oesophageal cancer and one carer) were excluded 
from the study as they were unable to use the cameras 
due to their illness (poor sight) or physical frailty. Long-
term relationships between households and members 
of the community palliative care programme included 
in the research team helped to facilitate confidence and 
openness, though reflexivity was required to consider 
bias that this might introduce. Attendance at group 
sessions was good and co-researchers engaged enthusi-
astically during all Photovoice activities including the 
advocacy event (for which they all turned up early). 
Co-researchers were provided with transport money, 
a small amount of mobile phone airtime credit and 
lunch during the group meetings. One co-researcher 
(carer) missed some sessions due to the offer of paid 
work. Another one (patient) was admitted to hospital 
towards the end of the data collection period and later 
died. No cameras were damaged, lost or stolen during 
the research process, and the fieldworker volunteers 
were only contacted to request replacement batteries. 
Co-researchers did not report any problems as a result 
of having or using cameras in the community. A second 
process of consent for use of photographic images was 
included at the end of the data collection period. Sepa-
rate consent was required for individuals not taking 
part in the study who could be identified in the images, 
some withheld their consent which led to the exclusion 
of these images. Twenty-seven captioned photographs 
were produced for display at the local advocacy event. 
These photographs have subsequently been displayed 
at local and international conferences and workshops.

dIscussIOn
Patient involvement in palliative care research is vital 
to enhance the patient-centred approach intrinsic to 
the WHO definition of palliative care. Fears of over-
burdening vulnerable patients have been expressed, 
though initiatives such as the Palliative and end of 
life care Priority Setting Partnership have begun to 
model the potential generated by such involvement.11 
Current evidence from high-resource settings suggests 
that patients and family members are keen to play a 
greater role in research.1–3 5

Reviews of Photovoice research report its adapt-
ability across a variety of cultural and contextual 
settings.12 13 Design of studies varies considerably in 
terms of setting, degree of participation, length, scope 
and number of co-researchers. The length of study 

Box 1 Goals of Photovoice methodology.

 ► To enable people to record and reflect their communities’ 
strengths and concerns.

 ► To promote critical dialogue and knowledge about 
important issues through large and small group 
discussion of photographs.

 ► To reach policymakers.
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and frequency of meetings should be carefully planned 
with reference to degree of physical frailty and/or 
anticipated fluctuations in physical status of co-re-
searchers. Studies like ours, taking place within the 
context of long-term services, could be improved by 
involvement of service users in the initial study design. 
Demands of the process (two meetings each week for 
4 weeks plus an advocacy event) may have influenced 
those choosing not to participate in our study, though 
we did not illicit the reasons for non-participation. 
This would also introduce bias into the population, 
under-representing the views of those who are more 
seriously ill. In our study, four older people (average 
age 73, three patients and one carer) were unable to 
participate due to difficulties using the digital cameras. 
This problem should be less common in settings where 
co-researchers are already familiar with the use of 
cameras.

Although reimbursement for transport costs and 
mobile phone credit was included in our budget, 
some co-researchers missed sessions due to offers of 
temporary work. Compensation for lost working 
time may need to be considered if this study were to 
be repeated. Inclusion of palliative care nurses and 
community-based volunteers as part of the research 
team was designed to enhance safety of co-researchers 
throughout the process. Consideration of other prac-
tical issues—such as use of a community venue close 
to co-researchers’ place of residence —also helped 
to minimise discomfort and/or drop out during the 
process. Hospital admission was required for one 
(patient) co-researcher who deteriorated during the 
study period. Review and transfer to hospital was 
overseen by the palliative care community nurse on 
the research team who also conducted the subsequent 
bereavement visit (accompanied by the community 
volunteers in accordance with local cultural practice).

Some of the other challenges of ensuring partic-
ipation are tackled in a recent review of Photovoice 
research13 which also summarises ethical issues of 
importance when using participatory methods.

The final goal of Photovoice ‘to reach policymakers’ 
was of key interest to us when choosing this method. 
Access to palliative care and pain relief in low-in-
come settings has been described as an ‘abyss’14 and 
patient experiences are poorly understood.15 Statutory 
funding is typically prioritised to other areas of health. 
Co-researchers produced powerful visual representa-
tions of their daily household realities. These images 
have been displayed at a local advocacy event, at the 
medical school in Blantyre and at an international palli-
ative care conference. Contacts made at the advocacy 
event led to an interview on a national television news 
programme where the lead researcher was invited to 
talk about palliative care.

Greater patient involvement in palliative care 
research should be encouraged. In our experi-
ence, with due consideration and careful planning, 

Photovoice methodology can be used to yield rich and 
thought-provoking data for research and advocacy. 
Photovoice can be considered for adaptation and use 
in a variety of palliative care settings globally.

Contributors MJB compiled and drafted the original 
manuscript. JA, TM, SBS and LWN reviewed, contributed to 
and approved the final manuscript.

Competing interests None declared.

Patient consent None.

Ethics approval Ethical approval for the study was obtained 
from the College of Medicine Research Ethics committee 
(P.07/16/1999) and the Research Ethics Committee of 
Liverpool School of Tropical Medicine (16-045). 

Provenance and peer review Not commissioned; externally 
peer reviewed.

Data sharing statement None.

Open Access This is an Open Access article distributed in 
accordance with the Creative Commons Attribution Non 
Commercial (CC BY-NC 4.0) license, which permits others 
to distribute, remix, adapt, build upon this work non-
commercially, and license their derivative works on different 
terms, provided the original work is properly cited and the use 
is non-commercial. See: http:// creativecommons. org/ licenses/ 
by- nc/ 4. 0/

© Article author(s) (or their employer(s) unless otherwise 
stated in the text of the article) 2018. All rights reserved. 
No commercial use is permitted unless otherwise expressly 
granted.

REfEREnCEs
 1 White C, Hardy J. What do palliative care patients and their 

relatives think about research in palliative care? A systematic 
review. Support Care Cancer 2010;18:905–11.

 2 Terry W, Olson LG, Ravenscroft P, et al. Hospice 
patients’ views on research in palliative care. Intern Med J 
2006;36:406–13.

 3 Daveson BA, de Wolf-Linder S, Witt J, et al. Results of 
a transparent expert consultation on patient and public 
involvement in palliative care research. Palliat Med 
2015;29:939–49.

 4 Wang C, Burris MA. Photovoice: concept, methodology, and 
use for participatory needs assessment. Health Educ Behav 
1997;24:369–87.

 5 Aoun S, Slatyer S, Deas K, et al. Family caregiver participation 
in palliative care research: challenging the myth. J Pain 
Symptom Manage 2017;53:851–61.

 6 Horsfall D, Yardley A, Leonard R, et al. End of life at home: 
co-creating an ecology of care. 2015.

 7 Angelo J, Egan R. Family caregivers voice their needs: a 
photovoice study. Palliat Support Care 2015;13:701.

 8 Baker TA, Wang CC. Photovoice: use of a participatory action 
research method to explore the chronic pain experience in 
older adults. Qual Health Res 2006;16:1405–13.

 9 Thompson NC, Hunter EE, Murray L, et al. The experience of 
living with chronic mental illness: a photovoice study. Perspect 
Psychiatr Care 2008;44:14–24.

 10 Mosavel M, Sanders KD. Photovoice: a needs assessment 
of African American cancer survivors. J Psychosoc Oncol 
2010;28:630–43.

 11 Higginson IJ. Research challenges in palliative and end of life 
care. BMJ Support Palliat Care 2016;6:2–4.

 12 Catalani C, Minkler M. Photovoice: a review of the 
literature in health and public health. Health Educ Behav 
2010;37:424–51.

http://creativecommons.org/licenses/by-nc/4.0/
http://creativecommons.org/licenses/by-nc/4.0/
http://dx.doi.org/10.1007/s00520-009-0724-1
http://dx.doi.org/10.1111/j.1445-5994.2006.01078.x
http://dx.doi.org/10.1177/0269216315584875
http://dx.doi.org/10.1177/109019819702400309
http://dx.doi.org/10.1016/j.jpainsymman.2016.12.327
http://dx.doi.org/10.1016/j.jpainsymman.2016.12.327
http://dx.doi.org/10.1017/S1478951514000522
http://dx.doi.org/10.1177/1049732306294118
http://dx.doi.org/10.1111/j.1744-6163.2008.00143.x
http://dx.doi.org/10.1111/j.1744-6163.2008.00143.x
http://dx.doi.org/10.1080/07347332.2010.516809
http://dx.doi.org/10.1136/bmjspcare-2015-001091
http://dx.doi.org/10.1177/1090198109342084


174 Bates MJ, et al. BMJ Supportive & Palliative Care 2018;8:171–174. doi:10.1136/bmjspcare-2017-001439

Short report

 13 Evans-Agnew RA, Rosemberg MA. Questioning photovoice 
research: whose voice? Qual Health Res  
2016;26:1019–30.

 14 Knaul FM, Farmer PE, Krakauer EL, et al. Alleviating the access 
abyss in palliative care and pain relief-an imperative of universal 

health coverage: the Lancet Commission report. Lancet  
2017.

 15 Powell RA, Ali Z, Luyirika E, et al. Out of the shadows: 
non-communicable diseases and palliative care in Africa. BMJ 
Support Palliat Care 2017;7:128–32.

http://dx.doi.org/10.1177/1049732315624223
http://dx.doi.org/10.1016/S0140-6736(17)32513-8
http://dx.doi.org/10.1136/bmjspcare-2014-000751
http://dx.doi.org/10.1136/bmjspcare-2014-000751

	Enhanced patient research participation: a Photovoice study in Blantyre Malawi
	Abstract
	Introduction
	Methods
	Results
	Discussion
	References


