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Abstract

This reflective article draws upon our recent experiences in researching with refugees,
especially women and youth, who have resettled in Australia. It is a practice and research-
oriented article that presents our experience as a series of ethical challenges and how these were
resolved to form opportunities for ongoing collaboration. We discuss the limitations of existing
ethical guidelines relating to research with displaced people especially refugees; the difficulties
of gaining consent in a manner that balances university requirements with participant self-
determination; the issue of tangible benefits and reciprocity for participants; the challenge of
accurate representation of refugee voices, using imagery; and finally our ongoing accountability
to participants. In trying to address these issues, our projects have used a participatory,
collaborative research method, in keeping with recent calls for greater use of this approach. In
doing so, we have attempted to redistribute social power, ownership of results and resources
from the researchers to the participants. We posit that giving refugee participants the
opportunity to actively participate in sharing their stories is empowering and builds strength

and resilience.
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Introduction

This reflective article draws upon our recent experiences in researching with refugees,
especially women and youth, who have resettled in Australia. Undertaking research with
vulnerable populations requires skill, sensitivity and empathy with a particular emphasis on
ethical issues. As qualitative researchers using participatory and rights based approaches, our
focus has been on the complex issues of migration both forced and voluntary, resettlement,
resilience and empowerment. Since 2000, the first author has conducted research in complex
settings of Rwanda, Timor Leste, and Uganda and in India and Australia. The second author
was involved with maternal and women’s health in Australia, with a focus on empowerment,

during the same period.

As researchers affiliated with the Refugee Research Team in the School of Public Health,
Faculty of Health Sciences at XXX University, we have undertaken research studies and
participatory intervention projects with refugee and migrant participants especially women and
youth in Australia since 2005, exploring re-settlement experiences and educational trajectories.
Underpinning the research we conduct, are the concepts of collaboration, building respectful
relationships, humility, gender, equity, consent, reciprocity and understanding power between
researchers and participants. Our research is also undertaken with community organisations and
educational institutions who are our established partners in the research. Our particular focus is
on refugee health promotion and psychosocial wellbeing. These foci are socially and ethically
important as host governments throughout the world continue to have divisive and exclusionary
policies that exclude refugees from much needed health, education and social opportunities (1).
This article outlines two of our recent projects and presents our responses to a number of ethical

challenges we encountered in undertaking those projects. In reflecting upon those responses we



propose recommendations, and discuss implications, advocacy and ongoing collaborations.
This article is set in the context of refugee re-settlement in Australia under the Australian

humanitarian program

The Australian Humanitarian Program and Impacts

In order to provide context for the reader, the following description of the Australian
Humanitarian Program is provided. Australia is a signatory to the UN Refugee Convention (2)
and one of 37 countries that participate in the UNHCR Refugee Resettlement Programme (3).
Australia’s refugee intake was 18,762 for 2018-19(4) with the major source countries being
Iraq, Democratic Republic of Congo, Myanmar, Syria and Afghanistan. The majority of
humanitarian visas were allocated to young people up to the age of 17 years, and approximately
60% of humanitarian entrants were resettled in metropolitan areas (4). A total of 58 different
religious groups were included in the humanitarian program, but the majority of visas were
granted to people of a Christian background (5). Australia also has a specific ‘women at risk’
visa category (Subclass 204) that resettles women from settings of conflict, personal violence

and persecution. In 2018-19 a total of 2947 women were resettled under this visa category (4).

The Australian Government’s policy of detaining asylum seekers arriving by boat in detention
centres has been in place since 1992 and was abolished as an election promise in 2007. In 2012
the Australian Government re-established offshore processing of asylum seekers and opened
processing centres in Nauru and Manus Island, Papua New Guinea. Asylum seekers arriving
by boat after 19" July 2013 were all processed offshore, and banned from gaining permanent
residency in Australia even if found to meet refugee criteria (6). The policy of offshore
processing and detention has been widely criticised by international law experts, and the

psychological harm suffered by detainees has been well documented (6-8).



In 2019 the Australian Federal Parliament passed a landmark bill to bring sick asylum seekers
to Australia from off-shore detention — a moral and ethical issue that was publicly divisive, and
has since been overturned (9). Our research seeks to explore the experiences of refugees who

have navigated this complex system and re-settled in Australia.

Project Descriptions
We share brief project descriptions of two major intervention projects we undertook and reflect
on the ethical challenges we were confronted with.
1. (Re)claiming social capital: improving language and cultural pathways for refugee
students into Australian Higher Education: This longitudinal project commenced in
2016 and explored the transitions of refugee students into and through Australian
tertiary education. Students with a refugee background were recruited between August
and October 2016 from Intensive English Centres (IECs) in high schools in Western
Australia. The first author had over a decade long relationship with the IECs and the
researchers were welcomed into the IECs. Undergraduate students in their first year at
university were recruited between March and October 2017. Data were collected using
individual interviews as well as focus group discussions. This project was funded
through a nationally competitive Office of Learning and Teaching Grant and the larger

study was undertaken with two partner universities in New South Wales.

2. Empowerment and mental health promotion of refugee women through
Photovoice: Utilising the participatory method of photovoice this project explored 50
refugee women’s perspectives of resettlement, including resilience processes in coping

with various life domains. Participants were provided with a camera, which they could



then keep and were asked to take photographs of their resettlement experiences in
Western Australia. The women selected a number of their photographs for sharing and
exploration through focus group discussions and reflective narratives to identify
emergent themes. The project culminated in a travelling exhibition that has been
displayed in several settings around the world. This project was funded by the Health

Promotion Foundation of Western Australia through a competitive intervention grant.

Applying a participatory action research (PAR) approach, students’ and women’s voices guided
the research projects and their outcomes, including personal and systemic responses for

supporting successful education trajectories and resettlement.

In this article we reflect on the international and national ethical frameworks currently in use,
and consider the cultural, social and linguistic issues that influence the autonomous and ongoing
participation of refugee participants in university and community research. The specific ethical
practices presented and discussed in this article include gaining consent in a manner that
balances university requirements with participant self-determination; the issue of tangible
benefits and reciprocity for participants; the challenge of accurate representation of refugee
voices, using imagery; and finally our ongoing accountability to participants. We use the notion
of ethical challenges as throughout the research process we grappled with these, discussing the
challenges as they arose - from obtaining ethics approval, to consent, to sharing of traumatic
experiences, to discussing and presenting results and to continuing relationships. The
challenges we encountered were addressed and overcome, always through sharing our
responsibility for these with our partners. We have documented our approach in dealing with

the challenges in the next sections.



The Challenge of Informed Consent

The Declaration of Helsinki (10) is one of a number of international statement of ethical
principles for research involving human subjects developed after the atrocities of the Nazi
regime in World War 2 and other social and medical examples of ethical breaches by
practitioners (11). This declaration highlights the importance of informed consent, for all
research methodologies including the collection of bio-physical data and of personal
information and stories. However, current ethical frameworks are limited in how they guide
researchers to abide by the Declaration of Helsinki with certain groups, such as refugees. The

dimensions of power and trauma are not adequately addressed in the declaration.

Human research in Australia is guided by the National Health and Medical Research Council
(NHMRC) national statement and guidelines. The NHMRC statement provides guidelines on
researching with vulnerable populations including Aboriginal and Torres Strait Islander
Peoples (chapter 4.7) and People in Other Countries (chapter 4.8)(12). However, specific
guidelines for researching with refugees in Australia are not included, with no consideration for
their vulnerability, emotional or psychological state or the difficulties of undertaking research
in a different language and culture. This results in a reliance on the trust, dedication and
commitment of the researcher to be reflexive during the research process which includes the
need to constantly engage in critical self-reflection; analyse their own biases, assumptions,
preconceptions and motivations to ensure participants rights are protected; collect appropriate
and authentic data that truly reflect participant experiences; and to ensure accountability is
maintained (11). At times, the criteria of these ethical guidelines, designed to minimise harm,
are in fact in conflict with the needs of participants, and indeed appear to be potentially

detrimental.



Balancing University Requirements with Actual Informed Consent — a Moral Challenge

The ethical principle of ‘Respect for Persons’ is based on the concept of the adult and mature
autonomous person being capable of making judgements regarding their participation based on
the provision of information provided to them about the research. There is an assumption that
the participant will take part in the study on a voluntary basis after considering the potential
risks and benefits of the research through an Information Sheet and Consent Form (11). Gabriel
(13) discusses the potential misunderstanding of purpose and process that may occur when
refugee participants are required to interpret lengthy written consent forms. Pittaway et al (14)
have noted the potential power imbalances and lack of opportunity for participants to redress

concerns in the current methods of gaining informed consent.

The more traditional consent forms and the philosophy underpinning them are taken from
positivist interpretations of research, drawn from the biomedical sciences. In this paradigm the
researcher is considered to be objectively observing phenomena from a controlled distance, and
describing an observable ‘reality’ (11). There is little regard for ownership of data by
participants. In contrast, qualitative research is based in a constructivist paradigm, where
researchers interact with the world to interpret the realities and lived experiences of participants
(15). In the case of vulnerable groups such as refugees, and of participatory action research,

different techniques of gaining consent are needed.

For project one, we obtained ethics approval from the university and the Western Australian
department of education, and received permission to undertake the study in high schools.

However, we encountered a number of challenges during the research that required us to reflect,



modify and adapt our ethical processes as the project progressed. As we were conscious of the
age of our participants (refugee youth), we developed information sheets and consent forms
that were suitable to the varying levels of English among our participants, as well as the possible
variations in the cultural understandings of the research process. In particular, we were
committed to ensuring that our participants understood the ethical principles of informed

consent, autonomous participation, and the right to refuse and withdraw from the research.

One possibility available to us was having the Information Sheet and Consent Form translated.
However, there was a wide range of languages spoken by our participants which would have
made this process complex. Further, we chose to include participants who had been part of the
education system for at least one year, including in the tertiary system, and they had a level of
English sufficient to understand the specifically-created Information Sheet and Consent Forms.
We also discussed this issue with our community partners and the IEC principals.

As our participants were 15-18 years old or even older, we considered them ‘mature
minors’(12) and initially we did not intend to seek parental consent which was accepted by the
University. However, the Western Australian Department of Education guidelines require
parents to be fully informed about all research projects and for their consent to be obtained.
This resulted in a lengthy, and prescriptive set of documents which then had to be sent home to
parents. In reality, this placed a significant burden on the participants, who had the
responsibility of explaining the study to their parents and arranging for relevant signatures. As
researchers we were unaware if parents understood they were consenting to a longitudinal
project, or how they felt about it. In reality, it was likely that parents were actually less informed
by the process required by the education department than they would have been under our
original approach. Additionally, anecdotally, we were informed that parents were happy for

their children to participate in the research, but were reluctant to sign a document due to privacy



concerns and a lack of trust of institutions. Our experience reflected the concerns of Hugman,
Bartolomei and Pittaway (16) in that in effect, the consent form was serving purely governance

and bureaucratic purposes rather than minimising harm for the participants.

Block et al (17) raise the issue of the difference between Ethics in Practice (getting approval
from the ethics committee) and Ethics in Process (responding to ethical issues throughout the
research). Block et al (17) posit that obtaining consent before data collection has the potential
to enhance power imbalance and this was evident in our projects. In project one, if the parents
had questions about the research they needed to contact the researchers or the university ethics
committee directly - both representatives of more powerful institutions. Interestingly, this
process was considered appropriate by the ethics department at both the university and the

education department.

In project two, due to the use of interpreters we were unsure as to how well the participants
understood the time commitment of the project although every attempt was made to explain the
project in an ongoing process. Informed consent was obtained prior to the start of the project
but when attendance at focus group discussions became intermittent over time we became

concerned as to the true understandings of the participants of the expected commitment.

Yohani (18) suggests using an alternative contact person that refugee participants can go to with
their concerns when taking part in research. This could be a community member with the
language and research knowledge required to act as a trusted person with whom participants
could speak about their concerns. This cultural brokerage would perhaps reduce power
imbalance and enhance understanding. We felt that to some degree this role was filled by the

IEC Principals and teachers at the schools in project one. Whilst not ideal, it did ensure a balance
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between university and departmental ethical requirements, minimised the burden on students,
and maximised participation rates. In project two, the interpreters and bicultural workers at the

community organisation fulfilled this role.

In keeping with the need for reflexivity and consistency, the second author conducted all the
focus groups and interviews in project one. A separate researcher took responsibility for
conducting the focus groups in project two. In this way consistency was assured, positive
relationships were maintained with the participants and researchers could keep reflexive notes
on how their own philosophies both influenced the project, and changed over time. The entire
research team debriefed continuously during both research projects. This allowed us to ‘sustain
mindful presence’ (19), reflecting on the moral aspects of the research, the expected and

unexpected impacts on participants, and enhancing the power of the participants.

In project one, the lives of the refugee students changed often; including moves to different
states of Australia and income fluctuations as parents moved into and out of employment. It
was important to reaffirm participants’ understanding and consent throughout the research
journey. Previous authors have reported difficulties in obtaining institutional ethical approval
where changes in the relationship between researcher and participants requires repeated gaining
of consent over time (20, 21). However, we were sensitive to life changes and were able to
adjust timelines as needed. We also chose to modify the traditional consent technique. When
we first met with participants, we only sought consent for the initial focus group. We did not
seek consent for the 12 month follow-up visit in the initial consent form. It was only after the
first focus group, when rapport and trust was established, that we asked for permission to visit
again in 12 months’ time. Students who had been initially nervous to speak with us were far

more amenable and readily agreed.
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The two projects presented numerous ethical challenges that were not readily addressed using
existing ethical frameworks. Innovative methods, some drawn from the literature, were required
to ensure the rights of participants were ensured. The relevance of existing frameworks to

researchers working with refugee participants needs further exploration.

The Challenge of Tangible Benefits and Reciprocity for Vulnerable Populations

Literature documents that researchers have a history of considering participants purely as data
sources, with no real attempts made at improving conditions for refugees once data is collected
(22). Our projects are not conducted in the camp environment and our participants are living,
studying and working in the Australian community. As such, some of the issues pertinent to
working in the field are not applicable to our context. However, the marginalised nature of
refugee lives in Australia renders them vulnerable to exploitation by researchers, and to them
viewing the research process with the lens of potential assistance-seeking, contrary to that of

the researcher (16, 22).

The principle of beneficence states we should maximise benefits to participants who are part of
the research. Following the principles of ethics in process (17) we arranged for the students to
visit the university campus for a day of engaging activities and tours to expose them to
university life, to university students and university courses. This was seen as a reward, and

also an educational experience.

Once data collection commenced and the participants built trust, another issue emerged
concerning beneficence. During the focus groups refugee students asked for assistance that

went beyond the scope of the project. They asked for assistance with their studies, their
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assessments, and finding employment. The ethical guidelines available to us were unclear on
where our responsibilities lay in this regard. We were faced with a dilemma of wanting to assist
but limited in what we could realistically do. We were concerned that student participation in

the research was influenced by perceived external benefit.

Molyneux, Peshu and Marsh (23) describe this as Strategic Trust — when someone makes
themselves available on the basis of an expectation that in the future the entrusted partner will
provide assistance in return. Hugman et al (22) also refer to this vulnerability and desperation,
which leads to participants having misunderstandings about their perceived continued
involvement in a project even after the researcher has left the field. Our response in project one
was to gently place limits on our involvement in the lives of the high school students. We were

unable to offer much assistance and this remained an ethical challenge.

For our university student participants we did provide academic mentoring initially, which was
undertaken by the second author. When this became unsustainable, an external mentor who was
a retired academic volunteered to support the refugee students and did so with a small group of
refugee university students. This in turn has led to the possibility of a formalised refugee
mentoring programme at the university in 2020. Most of the participants at undergraduate level
did not take up the offer of academic mentoring, due to time and work constraints or not wanting
to be identified as different to locally born students (24). The tangible benefits to participants

remain elusive.

Interestingly, in project two we experienced the reciprocal effect, whereby a minority of women
were inconsistent in attending the focus groups once they had received their cameras. To

encourage participation for the entirety of the project we issued gift vouchers to participants
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contingent on participation in a minimum number of focus group sessions. In this way the focus
shifted from consent to compensation. Whilst the vouchers were of tangible benefit to the
women, they also served to keep participants in the study for longer than the participants truly
intended (16). The low socio-economic status of the participants meant the benefits of the
shopping voucher outweighed any reluctance to continue participating, and the majority of
women continued to the completion of the project. Despite these concerns, the women reported
gains in social connectedness, a sense of belonging, and pride in their newly acquired

photographic skills (25).

The ability of researchers to provide tangible benefit appears to be limited to this group of
participants whose needs are complex. It is perhaps in the area of advocacy that researchers are
most able to make a difference to participants’ lives. However, policy change takes time and
we continue to lobby, advocate and make submissions along with the refugee council, Public
Health Association of Australia, refugee advocacy groups and community organisations to not
leave refugees and asylum seekers behind and ensure their rights are not denied. We have also
provided opportunities for former refugees to share their stories at different events. Changing

political will is an ongoing and long process.

The Challenge of Accurate Representation — Imagery and our Photovoice Project

When sharing the stories and voices of refugees, we as researchers have a responsibility to
ensure that our own biases and perceptions are distanced and that the narratives and experiences
of participants are accurately presented (14, 22). Researchers must ensure they are not
influenced by the dominant representation of refugees in the media and political discourse

which is that of vulnerability, helplessness and opportunism (24). These images disregard
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human agency, resilience and voice and the need to rebuild lives of safety in environments that

are politically peaceful.

Furthermore, whilst it is desirable to use images that accurately portray participant experiences,
it is also essential to ensure the safety of participants, particularly those who do not want to be
identified due to further risk of persecution (22). To address this, at the commencement of the
project, a significant amount of time was invested in teaching our participants the basics of
photography and explaining the ethical considerations involved in taking photographs of others,
especially of children. We ensured that the rights to confidentiality of those photographed, as

well as of the photographers were protected and safeguarded.

In project two women shared their photographic images themselves in focus groups.
Interpreters were used to help explain the women’s perspectives during the focus group
discussion. Our community partner assisted in recruiting interpreters who frequently worked at
the organisation so our women participants were familiar with them. In this way we tried to
ensure accuracy in how women’s perspectives were conveyed, some of which were highly
personal. (14) However, as none of the researchers spoke the languages of the participants, we
could not be completely satisfied that the interpreters were accurately representing the women’s
perspectives. Unfortunately there is no clear resolution to this dilemma. It also raises questions
of confidentiality, something we could not guarantee. Interpreters and participants were asked
to sign confidentiality agreements, but anecdotally doubts remained in the minds of the women

as to whether their stories would be repeated in the community.

On some occasions, interpreters were unavailable for specific languages rendering us dependent

on Google Translate, an inferior and sometimes inaccurate approach. Where possible, we tried
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to confirm participant interpretations at subsequent focus groups when interpreters were

available.

Another issue encountered by us was the reluctance of the women to speak about their negative
experiences in refugee camps or in transit. Where we felt it was necessary to hear those stories
to add context to their stories, the women themselves did not freely reveal them. It is possible
that we as researchers were using our own assumptions to guide the data collection to obtain
what we thought was the true story. Where we made the initial assumption that their refusal to
speak of their journey was due to a reluctance to revisit traumatic circumstances, it became
clear that it was a symbol of the women’s determination to look forward to their life in Australia

with positivity and resilience.

Despite these challenges, by using interpreters the participants had direct input into how they
wanted to be represented and in the telling of their own stories. After data collection, the women
were also involved in a planning session to select photographs that were included in a travelling
exhibition. Photographs that were not included in the travelling exhibition were published in a
small booklet which was presented to the women upon completion of the project. The women
also participated in a scrap booking session that was well attended and enjoyed by the
participants and they each created a beautiful booklet for themselves that included the photos
they selected. By choosing their own photographs, issues pertaining to unwanted identification

of participants were avoided.

The challenges encountered in the area of accurate representation of participant stories occurred

throughout all stages of the two projects. However, by including the participants in the choosing
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of their own photographs for the travelling exhibition they did have the final say in the overall

visual messaging of the project and in the quotes for each of the images.

The Challenge of Accountability to our Participants

Research participants from refugee backgrounds are often asked to share very personal accounts
of their displacement and resettlement experiences. It is a responsibility of researchers to
guarantee findings and outcomes of the research are shared with participants. Continued
engagement with participants beyond the data collection period is a necessary component of
research work with refugees and other vulnerable groups (22). This may avoid the undesirable
phenomena of refugee participants feeling as though their stories and contributions are used by
researchers for academic benefits only (22). In both our projects, launch events were held to
share the findings in ways appropriate to our participants. Participants were asked to speak at

these events and share their experiences of the research and life in Australia.

The first event was held at Ishar Multicultural Women’s Health Service - our community-based
partner for project two. Our participants were originally recruited from Ishar and it was a safe
venue that the refugee women can access, both in terms of transport and cultural acceptability.
A meal was provided to enhance comraderie and community spirit. The travelling photographic
exhibition was displayed and the major findings of the project were presented to the women.
When interviewed about their participation, refugee women reported feeling empowered,

socially connected and of having hope for their future.

The second event was held at the university and representatives from academia, community,
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stakeholders and service providers, refugee communities and the education sector attended.
This event not only shared findings, it promoted community discussion and sought solutions to

the gaps identified in both projects.

Unfortunately we were not able to share our findings with our refugee students from project
one in person. Whilst the report was sent to IEC Principals, teachers and stakeholders, we were
not able to contact the students themselves. Most of them had left the school system and did
not respond to requests to meet. As such, they remain unaware of how their stories were shared

during the launch event and the community interest it generated.

Despite this, by sharing our findings directly with our participants from the photovoice project,
and with the broader community, we honoured our participants’ stories and sought tangible
solutions. Some of the participants have agreed to participate in subsequent projects designed

to address the gaps identified in the photovoice project in particular.

Discussion

Our reflections on addressing the ethical challenges

Throughout the data collection and analysis, as a research team we grappled with the nuances
and lenses of appropriate representation for our participant voices. We discussed these issues
with our community partner who have worked with refugee women for nearly 30 years (26,
27). We attempted to resolve the ethical challenges as best as we could and were heartened that

practical solutions were offered and used.

We found that sharing our concerns honestly had positive results. When we faced delays in

ethics approval from the Department of Education, discussions with the ethics officer resulted
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in some helpful advice. When women participants shared distress — a protocol for dealing with
this was proposed by our community partners. The project officer from our partner organisation

was always available and responsive to the shared concerns of researchers and participants.

We shared our findings and have addressed issues of equity, hope and social justice as the
women and young students interwove and navigated these within the stories of their everyday
lives. We also re-examined our own research position embedded in the constructs of privilege,
and how that affected our interpretation of the realities of the lives of our refugee participants.
We felt privileged to be allowed to listen to their stories and continue our relationship with the
partners (28). Our reflective stance is thus aligned to the concept of continuous researcher

reflexivity in our research with refugee participants as suggested by Block et al (17).

Our research used community based participatory research (CBPR) and involved our
community partners’ right from the stage of grant writing. We had ongoing discussions about
the project with them. The ability of CBPR to empower communities, democratise knowledge
and create social change is well-recognised and our research results have been used by the
community organisation to improve their practice and apply for their own funding.(29, 30)
CBPR emphasizes collaboration, and shared decision-making between researchers, community
partners and participants during the research and at all times we involved the project officer

from the community organisation and the IEC principals (31-33).

Recommendations, Implications, Advocacy and ongoing Collaborations
Our research highlighted that current ethical frameworks do not provide sufficient guidance on
the role of the researcher in supporting refugee participants after the research; we recommend

guidelines on this vital aspect will assist both the researcher and participants in addressing these
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ethical challenges of reciprocity. We propose that institutional ethical requirements also need
to be adapted to reduce linguistic and cultural barriers to participation in refugee research by

refugee participants.

It is also important that ongoing advocacy and lobbying on behalf of our participants be
undertaken by researchers as it is a hallmark of ethical research, as outlined by Block et al (17)
and Hugman et al (22). Despite having resettled in Australia, and received the social and
economic supports that accompany permanent resettlement, it is well known that refugee
groups in Australia continue to experience racism, low socio-economic status and poor
employment prospects (34, 35). We undertook a number of advocacy activities to improve the

policy and systemic responses to the needs of refugees resettled in Australia.

The Photovoice exhibition has been displayed in libraries across Perth, and at international
conferences in Greece, USA and Canada. The exhibition recommends strengths-based

approaches to be implemented in policy to support refugee women.

In July 2018, our research results from the’ photovoice’ project were quoted in the Labor
Party’s dissenting report to the Federal government’s proposed changes to citizenship
legislation following an advocacy letter by the researcher. In 2018, the first author assisted
the Public Health Association of Australia in its submission to the National Women’s
Health Strategy for 2020-2030. Our project undertaken in IECs examined pathways taken
by refugee students to enter higher education. The multiple outputs from the project are
shared nationally through several open access websites:

https://www.refugeetransitions.com/; https://www.refugeecouncil.org.au/educationsig/

A further two projects that arose from participant recommendations arising from the
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‘Photovoice project’ were submitted for funding, one has been funded — a project delivering a

peer mentoring program for refugee and migrant women. Details of the project are available on

the website that has been developed: http://empower-project.com.au/ and another project is
under consideration. Some of the women involved in the original ‘Photovoice project” will
participate in the subsequent participatory intervention, this highlights an ongoing commitment
to support our participants and design projects based on participant needs. From the launch
event and subsequent funding, a proposal for a university student mentoring programme is
being developed and preliminary discussions have been undertaken with schools in the Faculty

of Health Sciences.

One of the most challenging aspects of advocating on behalf of community organisations that
support refugees is the lack of consistent on-going funding to run sustainable support programs.
Garnering political will to fund evidence-based support programs requires consistent advocacy
and relationship building across the political divide. Our research is aligned to the first two
enduring strategies of the recent 2019 Western Australian Sustainable Health Review, where
there is collaboration to address public health issues; a need to reduce disparities in health
outcomes for Culturally and Linguistically Diverse Communities and to improve mental health
outcomes, but the difficulties with advocacy continue. We continue to support and advocate
with government bodies for funding, write grants with community partners as collaborators and

undertake ongoing advocacy.

Conclusion
Current ethical frameworks and guidelines available to researchers do not provide adequate
guidance for research with refugee participants. Some of the institutional requirements

regarding the format and content of information sheets and consent forms, whilst designed to
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minimise harm, actually create additional confusion and potentially lessen participants’ ability
to share their experiences. By involving refugees as co-participants we were able to document
that while there are social, cultural and systemic barriers needing attention, refugees had

strengths, were resilient, and this needs to be harnessed in policy and programs.

This includes continued involvement in programs following completion of the project. In this
way the principles of accountability, respect, beneficence and justice are applied in ways more
appropriate and meaningful to refugee participants (22). It may also help to address the
challenge of providing tangible benefits to participants and enhancing reciprocity. It may reduce
the risk of participants being simply a source of data for researchers. As recipients of the stories
of refugee participants, we are ethically bound to work to foster positive gains in these areas.
Participatory action research helps to overcome power imbalances during the research process,
but continued action after the researcher leaves the field is important. It is hoped that research

we undertook enabled the conduct of meaningful, practical, impactful and ethical research.
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