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Engaging with care: ethical issues in Participatory Research
Sonia Bussu, Mirza Lalani, Stephen Pattison and Martin Marshall
Abstract
This paper contributes to the literature on ethics in Participatory Research (PR) by looking at the
Researcher-in-Residence model and its application within health services research in three East London
boroughs. The Researcher-in-Residence is embedded in the organisation to enable knowledge
mobilisation and knowledge coproduction. Whereas negotiation of different types of expertise to
coproduce evidence might raise issues of power differentials, the embedded nature of the role also
requires careful negotiating of relationships. As the researcher is immersed in the context under
evaluation, the boundaries between the researcher and the participants’ everyday working life can
become blurred. The paper explores these ethical issues and suggests that, whereas the requirements of
ethics committees, based on an ethics of principle, at times fail to offer appropriate guidelines for this
methodological approach, an ethics of care based on relationships can offer a complementary
framework to address some of the thorny challenges that emerge from everyday practice in PR.

1. Introduction
The past decade has witnessed growing popularity of participatory approaches to research (Bergold and
Stefan 2012; Boivin et al. 2014; Flicker et al. 2007). Participatory Research (PR) entails doing research
with rather than on participants. From a functionalist perspective, it promises opportunities for more
relevant evidence through ongoing collaboration among professionals, academics, and community
members involved in the research process, helping to bridge the gap between academia and the real
world, fostering engagement with the findings, and increasing commitment to using evidence for policy
change (Marshall 2014; Vindrola-Padros et al. 2017). From a democratic perspective, the involvement of
new voices and interests in framing problems and defining issues can help challenge beliefs that might
disadvantage some social groups (Banks et al. 2013). The focus on solving practical problems by linking
theory and action through reflective cycles, which characterises much PR, has the potential to produce
social change, as well personal development and learning for those involved. However, definitions and
interpretations of what PR means vary and different participatory studies entail different degrees of
participation. In some, involvement may be limited to the data generation phase, while participants are
excluded from decisions over design and dissemination processes (see Mannay et al. 2016 and 2018;
Staples et al. 2019). While some studies engender forms of meaningful participation, others are accused
of simply “ticking boxes and missing the point” (Batsleer 2008: 141; see also Mannay et al. 2018).
PR poses several ethical challenges (Wilson et al. 2018), which can at times conflict with the principalist
ethical approaches characteristically adopted by Research Ethics Committees (REC), particularly within
healthcare research (Beauchamp and Childress 2001). Doing research with, rather than on, participants
problematises traditional ethics requirements of informed consent, anonymity and confidentiality.
Furthermore, new ethical problems emerge from everyday practice, where decisions that might have
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profound ethical ramifications need to be made quickly, as examined in the next sections (Guillemin and
Gillam 2004).
This paper contributes to the literature on the ethical issues raised by PR (Mannay 2015; Manney et al.
2017; Lomax 2015, 2018) and argues that feminist critical theory (Noddings 1984) can provide a more
appropriate ethical framework for PR than an ethics of principle. We propose an ethics of care rooted in
“affective aspiration lodged in relationship rather than a pursuit of some principle, such as fairness or
virtue” (Preissle 2012: 518). Ethics of care starts from the premise that humans are inherently relational
(Noddings 1984); it is both a “feminine” ethic and a human ethic, emphasising the importance of
everyone having a voice and being listened to. Ethics becomes a pragmatic endeavour to look into
problematic social conditions and improve them (Dewey, [1930] 1984). These perspectives are highly
significant for the Researcher-in-Residence model of PR presented here, which places the researcher as
a member of the delivery team (Marshall et al. 2014) to enable knowledge mobilisation (Holmes et al.
2017) and knowledge coproduction (Vindrola-Padros et al. 2018).
The paper consists of five main sections. The next two sections describe the Researcher-in-Residence
model and places it within the family of PR, reflecting on some of the ethical issues raised by
participatory approaches. We build on recent literature on the ethics of PR and reflect on the merits of
an ethics of care vis-à-vis an ethics of principle to support ethical PR. The following section presents two
participatory evaluations of integrated care that were carried out in East London in 2017/ 2018,
reflecting on issues and problems about ethics arising from our empirical application of the in-residence
model. We distinguish between issues of procedural and everyday ethics, or ethics in practice (Guillemin
and Gillam 2004), and argue that these problems risk remaining unresolved within the ethical processes
and assumptions of ethics committees and protocols. Instead, an ethics of care echoes and validates the
situations we experienced on the ground. Finally, the conclusion provides suggestions for ethics
committees to ensure they are more appropriately supportive of PR.

2. The Researcher-in-residence model
PR has its origin in Lewin's (1946) action research and was initially linked to organisational development
with a strong emphasis on utilitarian problem-solving and a focus on changing practice within an
organisation.1 Epistemologically, action research is concerned with changing the world as well as
describing and explaining it (Reason and Bradbury 2006), and research is expected to make a useful
contribution to the organisation (Coghlan and Brannick 2010). Researchers and participants’ experiences
and opinions inform an iterative cycle of (a) planning, (b) taking action and (c) evaluating the action,
leading to further planning and so on (McNiff and Whitehead 2011). Knowledge is co-produced and the
researcher helps mobilise different types of expertise, by being a “facilitator, interlocutor, capacity
developer and advocate” (Genat 2009: 114).
Maurer and Githens (2010) distinguish between Conventional, Dialogic and Critical action research.
Within conventional action research, the researcher is perceived as an expert; s(he) enters a
consultative relationship to respond to organisational needs, seeking solutions to agreed goals. Dialogic
action research emphasises critical engagement between the researcher and the participants to
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question dominant norms. Critical action research, often referred to as participatory action research, is
fundamentally political and aims to empower excluded groups (Macintosh et al. 2007; Githens 2015).2
The combination of co-production of new knowledge and mobilisation of established knowledge is
central to the in-residence model, one approach to dialogical action research and the focus of this
paper, in which the researcher supports ongoing learning (Marshall et al. 2014). The model has three
defining characteristics, whereby the researcher:




is embedded within the organisation studied, rather than primarily in an academic institution;
brings a new body of expertise to the team, e.g. knowledge of established research evidence,
interpretation of relevant theories to guide change;
brings an ability to negotiate and build upon different forms of knowledge and expertise.

The model to date has been mainly implemented within health settings on a wide range of quantitative
and qualitative evaluations of health services (Vindrola-Padros et al. 2017). It was developed in response
to two main problems with health services research. First, there is a corpus of important academic
evidence that is often ignored after publication and organisations often find themselves trapped in reinventing-the-wheel cycles, as they do not always have access to previous learning. An academic expert
sitting within an organisation can help translate previous evidence into lessons that can be
communicated clearly to professionals in ways relevant to their needs. Second, academic research does
not always directly address organisational needs and priorities. Academic and professional experts
developing research questions and interpreting findings together can create opportunities to coproduce more relevant knowledge to influence policy development. Thus, the in-residence model
contributes to the growing knowledge-to-action movement (Holmes et al. 2017). An embedded
researcher within the organisation can also help generate research capacity-building, through transfer of
knowledge and skills (Vindrola-Padros et al. 2018). For instance, researchers can hold up a mirror to
support programme development. One objective of our study was to help participants strengthen their
own monitoring capacity for progress; we developed a maturity matrix with some of our participants,
and this was used by integrated care teams locally to assess the development of their partnership.
Similarly, to other participatory approaches, the Researcher-in-Residence also has an ethnographic
dimension. Immersed in a setting, much of the evidence is collected by watching behaviour, listening to
conversations, and asking questions (Murphy and Dingwall 2011). Ethical dilemmas arise from the
researcher’s embeddedness, around anonymity and confidentiality (Murphy and Dingwall 2011).
However, within ethnography the authorial voice is the researcher’s own (Josselson 1996), with the
problematic power implications that this may entail; for instance, it might be difficult for the
participants to defend alternative definitions of their situation. Within PR, there exist different voices
and definitions of the same situation, each embedded with different power relations; negotiating
different understandings can create novel ethical dilemmas. That said, several of the issues raised here
will be relevant for non-participatory qualitative research.
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3. Doing ethical Participatory Research
Traditionally four ethical principles based on the Helsinki declaration (WHO 2001) inform the ethics of all
research involving human subjects:





Respect for autonomy, or the decision-making capacities of participants by enabling them to
make reasoned, informed choices;
Beneficence, or considering the balance of benefits of participating in the research against risks
and costs;
Non-maleficence, or avoiding causation of harm;
Justice, or ensuring the benefits of the research are equally distributed across all groups in
society.

These normative principles, which inform institutional research ethical guidelines and procedures,
assume that moral judgements are fundamentally rational, in the sense that a reasonable and
autonomous individual agent should be able to reconstruct their reasons for acting (for a critique of
normative principles see Hampshire 1978). Principalist ethics guidelines were created with positivistic
research designs in mind (Boser 2006), but this biomedical framing might be inadequate for the
emergent and context-dependent nature of PR, and more broadly qualitative research (Guillemin and
Gillam 2004). The focus on individual subjects may run the risk of disregarding the collectiveness of PR,
whereby participants are considered both as individuals and a community (Flicker et al. 2007).
Contemporary ethics has been dominated by this focus on supposedly universal, objective, and logical
reasoning. Feminist ethicists (Held 1987) and feminist epistemologists (Moody-Adams 1997) reject this
view of ethical frameworks as either universal or objective. Noddings calls it “the language of the father”
and proposes introducing into ethics the “mother’s voice” (cited in Preissle 2012). Gilligan (1982)
identifies two different approaches to addressing moral dilemmas: the first is impersonal, resorting to
logic and law; the seconds is personal, using communication and human relations. Without denying the
relevance of universal principles like justice, our experience as Researchers-in-Residence highlighted
how an ethics rooted in the relationship of caring, and being cared for, can be of greater use when the
research process entails reflexive and overt exploration of power and interests (Gilligan 1982; Noddings
1988; Maiter et al. 2008). Ethics committees do not normally require discussion of ethical aspects
inherent to PR such as examination of issues associated with perceived bias and coercion. These can
relate to what the researcher sees and asks, what participants think the researcher wants to hear, and
what participants choose to emphasise, include or exclude (Holian and Coghlan 2013). Renold et al.
(2008: 429) astutely observe how “ethics committees rarely assist the researcher’s negotiations of
‘ethics-in-practice’ – that is, the actual ethical conduct of the research project”. 3
Discussing the ethical implications of her research with teenagers, Allen (2009) observes how ethics
committees’ attempts to reduce risk curbed her research participants’ creative agency. Scholars have
developed creative solutions to navigate these complexities (see Victoria Edwards’ “case of ethics”4) but
often the narrow frame and timelines of institutional ethics risks undermining “a methodology [such as
PR] seeking to value [participants’] perspectives and autonomy” (Allen 2009: 407). Ethical working
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requires care, as it needs respectful communication that is based on trust and building rapport (O’Reilly
2009).
The following section describe the ethical issues we encountered as Researchers-in-Residence. Our
experience highlights the inadequacy of formal ethics approaches and procedures in guiding PR and we
propose a different way of thinking about ethics, through the lenses of an ethics of care. Following
Guillemin and Gillam (2004), we present our findings by distinguishing between procedural ethics, or the
process of seeking approval from relevant ethics committee, and ethics in practice, or the everyday
ethical issues that arise in the doing of research.

4. Two evaluations of Integrated Care in East London
The data underpinning this paper were produced between May 2017 and July 2018, as our research
team led two different participatory evaluations of integrated care in three East London boroughs. By
integrated care we mean NHS organisations and local authorities working together to meet the needs of
their local population, through greater coordination across hospitals, community health services and
social care. The evaluations assessed implementation of two integrated care programmes; both
evaluations were commissioned by the CCGs (Clinical Commissioning Groups) of the three boroughs and
led by the same academic institution. The aim was to coproduce formative and summative findings and
recommendations, which would inform current and future work on integrated care in the area. Two
researchers (SB and ML) were recruited to lead on each of these evaluation projects supervised by the
same Principal Investigator (MM). In each case, the researcher was expected to embed within an
operational team, work with stakeholders on the development of the research protocol and involve
participants in interpreting findings and co-producing actions. Data for this paper consists of the two
researchers’ personal journals and field notes, including reflections from fieldwork and communication
with the wider research team (Chandler and Torbert 2003).
Although there was much overlap, these were two separate studies carried out by two different
researchers. The first study evaluated a programme involving all three sites and was led by SB, a social
scientist and expert in PR, with no previous experience of working in clinical settings. Senior managers in
two of the sites showed less interest in the research, although all three boroughs had initially
commissioned it; they were all included in all aspects of research design and delivery but were less
responsive and had a more traditional understanding of their involvement. The nature of the inresidence role, however, enabled SB to have access to strategic meetings and documents, as well as
carrying out several informal conversations with key actors during the scoping phase.
The second study looked a different programme involving only one of the three boroughs and was led
by ML, a health services researcher with a clinical background and previous experience of working as a
Researcher-in-Residence. Senior management in this site was highly invested in both evaluations. A
steering group was set up including members of the local NHS organisations and the council and met
regularly to co-design the research protocols and discuss and respond to emergent findings. The
steering group was a vital safe space to clarify issues and strengthen collective ownership of both
studies.
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Both researchers worked closely with health and social care professionals on the ground (i.e. nurses,
therapists, GPs, consultants), who were involved in the participant observations, and several among
these professionals agreed to be interviewed. The researchers spent many weeks embedded in these
frontline teams, who were invited to participate in workshops and meetings to interpret emergent
findings at different points during the research process. A series of workshops were organised at the end
of the two studies to coproduce recommendations based on the findings, which would be then
presented to the steering group and other senior management meetings.
4.1 Procedural ethics
In order to gain REC and NHS ethics approval, the researchers went through various formal processes.
Three key thematic meanings were identified relating to our experience of procedural ethics. These
were coded as: “fitting an iterative process within REC requirements”; “unpacking the difference
between individual consent and collective consent”; and “guaranteeing anonymity where everyone
knows each other”.
4.1.1 Fitting an iterative process within REC requirements
Institutional ethics procedures often assume that the researcher will be able to state in advance, and in
some detail, who will be included in the sample, what they will be asked to do, and when and where this
will occur. In a participatory study, many decisions are taken as the project progresses; things can
develop quite rapidly and in unexpected ways, as the research focus is (re)negotiated with participants.
Numbers of participants and their involvement can vary greatly and unpredictably over the course of the
study (Guillemin and Gillam 2004). We were forced to make semi-informed guesses in terms of sample
size and method choices, which we knew were likely to change substantially.
The initial scoping work raised several ethical issues. This is an integral part of PR, as the researchers try
to embed themselves within the organisation and start developing relationships of trust with insider
champions. This preparatory work also informs the development of the research protocol required by
REC. During the scoping phase, we were already attending meetings, including operational meetings
with frontline staff. This sometimes created complex situations to manage, as in the case of information
on patients being shared at meetings we attended, as well as the researcher being physically within NHS
premises without having yet been granted full ethics approval, or a so-called research passport. As there
was prior agreement from all partner organisations to undertake the evaluation, we were expected to
attend these meetings to develop understanding of the organisational culture, to identify the teams that
would be involved in the project, and to collaboratively develop a rigorous protocol for ethics approval.
We often reflected on how to use the personal and field notes collected during those months of scoping
work, prior to ethics approval. Although these ethnographic data have not being coded and analysed in
the same way as interview data, they were not dissimilar from participatory observations that were
carried out once the study “officially” started, following ethics approval. Although we always informed
participants of our role, we did not have a consent form and it might have been difficult for some people
to express their unwillingness to participate, as they might be attending a meeting relevant for their
work. Furthermore, at these initial meetings, it was not always possible to explain in-depth the aim of
the research and it might have been difficult for participants to make an informed choice.
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Another issue was the lengthy ethics approval process for health research. This can take up to six
months and is particularly cumbersome when several NHS trusts and Local Authorities are involved,
each with their own research governance process. It can be daunting for stakeholder organisations
participating in the research that may have very different time pressures and priorities and might be
used to quick-turnaround audits and service improvement evaluations carried out internally or by
private consultancies. The researchers often had to negotiate between REC and NHS HRA (Health
Research Authority) requirements, by which they were required to wait for approval from each of the
organisations involved, and those of professionals, with partner organisations at times feeling irritated
by what were perceived as “delays”. Furthermore, a key objective of one of the evaluations was to
understand the role of patients in care planning, their experiences of services and their involvement, or
lack thereof, in service development. The evaluation team recruited a service user partner to collaborate
on various aspects of the research. However, the team soon learned that neither REC nor HRA had a
clear process for approving the involvement of service users in research, where they are expected to
carry out research activities. 5
Ethics committees emphasise protection of individuals’ rights to avoid harm to people; to this end, the
NHS ethics process for involving service users is more complex. However, in this case this raised ethical
issues of perpetuating exclusion of patient voices. The duty to protect participants can undermine the
autonomy and authority of certain groups perceived as more vulnerable, despite the intention to treat
participants as equal partners and include their voices in the participatory project (Morgan et al. 2014).
4.1.2 Informed consent: unpacking the difference between individual consent and collective
consent
The consent process generally guarantees the principle of respect for the person. However, within PR it
can complicate existing relationships between participants (Boser 2006) and potentially raise risks of
biased recruitment processes, therefore threatening data integrity (Löfman et al. 2004). We
encountered two main ethical issues linked to informed consent. First, the signed consent form required
by ethics committees does not always equate genuinely understood consent. PR entails an iterative
process and participants might be asked to consent to different things at different points (Balakrishnan
and Cornforth 2013). As part of our evaluation, the same members of staff were often involved in
interviews, workshops, participatory observations, and as co-researchers helping design aspects of the
research study, interpret findings and co-produce recommendations. Participation at different points
and/ or with different hats had different implications. The requirement of one signed individual consent
form comes short of what is necessary to ensure protection of participants throughout the project.
Instead, we might want to develop further the concept of ongoing consent, taking a dialogic approach
(Guillemim and Gillam, 2004). Renold et al. (2008: 442) reconceptualise informed consent as a “constant
state of becoming, never fully realized or achieved”, by adopting a critical reflexive praxis during and
beyond fieldwork and embedding ‘ethical talk’ in everyday fieldwork relations. They recognise that
“participation is a traveling concept and demands a blurring of the hierarchical binary of consent as give
(active) and take (passive)”. While we tried this approach informally, in line with an ethics of care, we
often wondered whether it might be appropriate to formally “re-consent” research participants,
depending on the changing nature of their involvement.
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The second issue we addressed concerned the concept of communal consent versus individual consent.
We took part in hours of meetings at different levels of governance. At each meeting, we introduced
ourselves and stated the purpose of the study. However, was there realistically an opportunity for
people that did not want to take part to leave an operational meeting where they were needed as part
of their job? One aspect that we might want to explore in future research is how we can ensure
communal as well as individual consent. This was particularly evident when we spent time with teams of
frontline staff to observe working routines. There was generally an agreement with the team lead, while
consent forms were signed by staff that had agreed to be interviewed. However, other staff were also
participating indirectly, without having formally consented to it, just by being in the office or clinic that
day. Where staff turnover was high, newcomers might have found themselves involved in research they
had not consented to, while other staff initially highly engaged left and therefore had no opportunities
to input on interpretation of the findings, as agreed when they had formally consented to participate.
Procedural ethics was not helpful in dealing with these issues. We relied on an ethics of care, by working
as far as possible in an open and transparent manner with participants throughout the project; however,
guidance on addressing these issues might have been beneficial.
4.1.3 Guaranteeing anonymity where everyone knows each other
RECs understand the principle of non-maleficence as protection of participant anonymity and
confidentiality. In PR, however, privacy and confidentiality may be ethically problematic because of the
multiple roles held by participants (Mitchell et al. 2005). Generally, anonymity and confidentiality can be
difficult to guarantee in a context where people know each other. The preoccupation with anonymity
might not always be well placed, as some participants may wish to be given credit and/or be named to
publicise specific issues. Researchers have described feeling conflicted between the duty to maintain
confidentiality and anonymity of participants and the openness of close relationships inherent to
embedded roles (Brugge and Cole 2003). Because of the group nature of our work, it was not always
possible to guarantee anonymity and confidentiality. Since the scope and objectives of the research had
to be negotiated among partners, some within the group were inevitably aware of who was
participating in the research.
Confidentiality may be situational and must often be (re)negotiated. The thick descriptions that are
often the measure of good quality qualitative research can unwittingly reveal people’s identity. In one
case, the researcher evaluated a pilot of a service that had the potential to foster more patient-centred
and integrated care. As the team was small, the risk of inadvertent disclosure was high. Moreover, the
evaluation findings suggested challenging team dynamics together with a strained relationship between
the team and senior management. This presented a set of ethical challenges for the researcher,
including selective reporting of findings, whereby the latter might be regarded itself as an ethical issue.
In another instance, issues of poor dialogue across teams and complaints about management styles
emerged as key findings that needed addressing to improve integrated working. The risk was to
exacerbate conflicts and a blame game between individuals, as, even if no one was named, it was clear
from the description of the issue who the managers were. While it was clearly important to deal with
this information, it also posed important dilemmas for the researcher. We tried to manage these
situations by following an ethics of care approach and creating safe spaces of open dialogue. It was a
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difficult balancing act, as we tried to reassure participants, while also maintaining intellectual honesty
with regard to the findings. We emphasised the focus on learning rather than blaming and ensured
there was buy-in for this approach from senior management.
However, the issue of anonymity and confidentiality takes on a new dimension in PR and this is not
reflected in a REC process. One thing that we could have done with hindsight is to raise issues of
confidentiality and anonymity in consensus-building discussions early in the project, ensuring all
research partners adhered to the agreed standards, enabling both researchers and participants to have
greater awareness of communal, as well as individual risks and benefits (Quigley 2006).
4.2 Ethics in practice
The everyday ethical issues that arise when doing research punctuate the daily life of embedded
researchers who continuously negotiate complex social situations and power dynamics and face
multiple choices and their ethical implications, while guaranteeing transparency about such choices
(Reason 2006). Those “ethically important moments” where decisions have to be made quickly can have
important implications for participants and researchers (Guillemin and Gillam 2004). We identified four
key thematic meanings relating to our experience of everyday ethics: ‘‘managing power dynamics on the
ground’’; ‘‘the importance of rapport for ethical research’’; ‘‘challenging dominant narratives through
mobilising knowledge’’; ‘‘reflecting different perspectives in data interpretation’’ (see also Nyman et al.
2016). These themes reflect general qualitative research tensions but raise novel ethical dilemmas for
researchers-in-residence.
4.2.1 Managing power dynamics on the ground
At the start of the project, we immediately faced several challenges as we tried to understand the
context. We recognised that engaging complex and hierarchical organisations would be difficult but it
proved to be even more challenging than we had assumed. Although there is increasing interest in
formative and participatory evaluation, culture change within health organisations takes time. Instead,
we found ourselves having to redevelop some of the focus and methodological approaches; at times, it
felt as if we were carrying out the research on our own with limited engagement from some senior
managers. The researcher and participants come to the project with their own preconceived ideas, their
own experiences, and world-views; this leads to a range of differing assumptions and sometimes
misunderstandings. Since several organisations were involved in both evaluations, it was often difficult
to manage different pressures and accommodate different priorities. PR often addresses issues around
“giving voice”, but a “recurring issue for researchers is that of whose voice is being spoken and,
simultaneously, whose voice is being heard” (Mannay 2016: 6), whereby some voices can also be
inadvertently excluded (Alexandra 2015; Lomax 2018). We often risked paying too much attention to
those actors (generally from community health services) that appeared to be more engaged with the
evaluation. This could potentially bias findings as the voice and interests of other actors from acute or
social care played a more limited role.
PR is imbued with power dynamics, and often power asymmetries (Mannay 2015). One of the
researchers worked very closely with one senior manager with a high degree of influence within the
wider partnership. Although this manager acted as a champion of the evaluation, at several points the
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researcher felt this person had too much influence on key decisions, crowding out input from the wider
group. The researcher felt at times under pressure to support dominant discourses; in some cases,
perceived alignment of the researchers with some senior figures within organisations might have
affected the engagement of frontline professionals. Decoding these power dynamics is one major
challenge for the researcher-in- residence, who might feel overwhelmed in the ‘‘swampy lowlands’’ of
messy real life practice (Schon 1984). By understanding and acknowledging the different meanings that
actors ascribed to the evaluation we were able to address some of these issues. The evaluation was
perceived by some as a way to validate the outcomes of the programme rather than generating new
insights to improve practice. Embedding safe spaces for dialogue throughout fieldwork helped the team
reinforce their role as critical friends holding up a mirror and minimise conflict.
4.2.2 The importance of rapport for ethical research
The importance of rapport for the quality and ethics of research is a recurrent theme in ethnographic
research (O’Reilly 2009; Iphofen 2020). The participatory approach entails being open to co-decisions
with participants, but trust-building is an ongoing process and it was not always easy to ensure there
was no perceived hierarchy between the researchers and the participants. Feminist researchers (e.g.
Finch, 1984; Oakley, 1981) have long attempted to redress the power imbalances between researchers
and researched by replacing the hierarchical stance of the ‘neutral researcher’ of conventional
approaches with more intimate, ‘authentic’ and ‘sisterly’ relations with those studied (Patai, 1991;
Reinharz, 1983). However, the closeness of researcher and researched may mask ‘a deeper, more
dangerous form of exploitation’ (Stacey, 1991: 113) and create opportunities for manipulation, as
participants disclose private information to researchers they may come to consider as friends (Wolf,
1996). Inequalities must therefore be clearly acknowledged and researchers need to recognise that
reciprocal relationships at times may be disingenuous, particularly since the researchers eventually will
leave the field (Reinharz 1992; O’Reilly 2009). Leaving can be problematic in itself in much qualitative
and ethnographic research, depending on the kinds of relationship that have been built. Whereas in PR
the participants are not left anxious to know what the researcher will write about when s/he leaves, as
the findings are coproduced, there might be similar worries about possible implications of the research
for those who stay. As SB and ML worked closely with frontline staff they were very aware of these
issues.
Both researchers continuously sense-checked, by discussing and reflecting on emerging findings with
participants and trying to make sense with them of different viewpoints. However, this also meant being
very open to staff criticising the findings, as they were often understandably protective of their service.
In a fragmented context such as today’s NHS, where the rhetoric on collaboration and holistic care
clashes against the reality of organisations competing for contracts, it was sometimes challenging to
move away from a blaming culture along organisational allegiances and towards coproducing learning
for all. While navigating these challenges was no easy task, applying an ethics of care helped emphasise
the importance of relationships based on mutual understanding and respect for difference.
4.2.3 Challenging dominant narratives through mobilising new knowledge
As Researchers-in-Residence, we often had to manage the risk of being influenced by potentially
conflicting worldviews. On the one hand, at senior-level meetings we were fed the prevailing discourse

11
on efficiency saving and the rhetoric on collaboration and holistic, patient-centred care. On the other
hand, we shared the emotional and psychosocial stress of clinicians and other professionals on the
ground experiencing increased organisational fragmentation and a constant lack of human and financial
resources that propelled them towards task-orientated roles, making their organisation’s ambition to
deliver holistic care near impossible. Trading a detached, distant, and objective stance for an intimate,
close, and equitable position raises several new ethical issues, as boundaries can be messy. Reflective
sessions helped us ensure we continued to play a constructive critical friend role. However, a huge
challenge was to present the findings in a way that both acknowledged the issues experienced by
frontline staff and yet focused on positive lessons and steps forward, ensuring that the findings did not
reflect badly on individual organisations.
Organisational politics implies balancing the requirements for the success and quality of the research,
participant organisations’ need to preserve their reputation and protect their work, and the
Researchers-in-Residence’s need to maintain credibility as effective drivers of change (see also Coghlan
and Brannick 2010). In one instance, emergent findings began to shed some new light on the working of
one organisation and its (not always positive) impact on partners; these findings challenged the
dominant rhetoric within the organisation and how it perceived itself (as being innovative and efficient).
The risk was to compromise relationships with key actors from the organisation, who had been strong
champions of the evaluation. Once again, the researcher worked to ensure the focus was on developing
learning and stronger partnerships. Dialogue was at times challenging with some senior management
keen to use the evaluation as a means of showcasing their work. It required continuously emphasising
the nature of the in-residence approach as holding up a mirror to mobilise new knowledge, making a
case for the importance of reporting the ‘truth’ as the participants saw it to enable senior management
to understand the challenges facing frontline staff. To be an agent of change, a colleague, and a
researcher often risks role conflict (Holian and Coghlan 2013; Nyman et al. 2016); caring to listen to
participants’ voices and viewpoints was as challenging as it was rewarding.
4.2.4 Reflecting different perspectives in data interpretation
Data ownership and interpretation of findings are among the most problematic areas of PR ethics.
Participants can be stigmatised when information is not handled sensitively and might cause damage to
the organisation’s reputation and relationships (Quigley 2006). Participants can also feel exploited,
particularly in contexts such as health and social care where a plethora of audits, Quality Improvement
initiatives, and evaluations are routinely carried out, with limited follow up on the findings or feedback
to participants. In line with the participatory ethos, we facilitated opportunities to co-interpret
emergent findings. This was generally constructive, but we experienced some challenging situations. In
one case, some participants felt threatened by findings that highlighted duplication of roles and feared
the report could imply that their team should be reconfigured. This added stress to the relationship with
this team, which had really engaged with the research but now felt stigmatised. By acknowledging these
feelings, the researcher was able to reassure the team lead that the report’s purpose was to help
improve coordination rather than assess performance of individual services. It was agreed the final
report would be shared with the team for further feedback before being circulated within the wider
organisation. In another instance, staff felt their role was not reflected properly in the reports; we went
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back together to the data and worked towards a more accurate representation of the roles. In each
case, we relied on transparency in data analysis and rapport building.
Table 1 summarises the main ethical challenges raised by the in-residence model, and PR more broadly,
and strategies to address these based on an ethics of care.
Table 1. Ethics of principle v. ethics of care in PR

Ethical Participatory Research
Procedural Ethics
Institutional ethics
procedures

Predictability of
process and
outcome

Informed consent

Anonymity and
confidentiality

Ethics in practice

Power dynamics

Everyday ethical issues
that arise when doing
research

Data ownership
and interpretation

Issues raised by
Ethics of principle

Answers offered
by Ethics of care

The number of
participants and the way
they are involved can
vary greatly over the
course of the study and
may be hard to predict as
required by RECs.
One signed consent form
does not always equate
informed consent.
Can be difficult to
guarantee in a context
where people know each
other well

Acknowledges that in
a participatory study,
things can develop in
unexpected ways

Role of “outside expert‟
does not fit the
democratic ethos of PR.

Participants can feel
exploited and/ or
stigmatised.

Blurred boundaries Challenge of keeping
between
critical distance

Reflective approach to
issues of ongoing/
communal consent
Safe spaces
Consensus-building
discussions early in
the project, enabling
both researchers and
participants to have
greater awareness of
communal, as well as
individual risks and
benefits
Understanding of
different meanings
that actors ascribed to
the PR
Emphasis on
developing
relationships of trust/
rapport
Transparency in data
analysis, rapportbuilding,
opportunities for
feedback
Reflective approach

13
researcher(s) and
participants

Holding up a mirror to
mobilise new
knowledge

5. Conclusion
This paper offered a critical reflection on how the four principles of respect for autonomy, beneficence,
non-maleficence, and justice often have different implications for researchers engaged in PR,
particularly when examined in terms of the contrasting issues raised by procedural ethics and ethics in
practice. PR offers real opportunities for democratising the research process by including different
voices, interests, and expertise. It also problematises traditional ethical approaches, processes and
issues, while raising new questions. In line with other literature on PR and ethnography (Allen 2009), we
found that the REC process offered no guidance on many aspects, forcing researchers to jump through
hoops to fit an iterative process into requirements developed with a sequential linear process in mind.
Furthermore, the REC process did not help us to reflect on crucial ethical implications of being
embedded, in terms of protecting both participants and researchers. In fact, unintentional harm could
arise as a result of researchers struggling to apply requirements of misaligned ethical models (Flicker et
al., 2007). Thus, PR requires a shift in the ethical review process “from operating prospectively to
adapting to evolving qualitative research methods that require staggered ethical review in response to
emergent issues” (Wilson et al. 2018:192). In this respect, an ethics of care was more appropriate in
supporting the researchers as they tried to enable all participants to make genuine choices at different
points in the process without negative repercussions. The principle of respect for persons may be a less
demanding ethical precept than is the ethics of care, whereby our responsibilities as caring researchers
are much greater (Preissle 2012). What this ethics of relationship adds to the ethics of principle is a
complementary framework to address some of the challenges emerging from the practice of PR.
The messy nature of PR means that it is often a difficult journey; in the real workplace, priorities change
and the unexpected often disrupts any planned research actions. Options for data collection and
analysis need to be flexible and responsive to feedback. We constantly had to think reflectively and
consider implications and repercussions at each point, in order to guarantee the quality of our findings
and nurture relationships of trust with the participants: Is what happening relevant to the evaluation?
How can it be captured? How can we include this piece of information without being seen to criticise an
individual or an organisation? The concepts of reflexivity and reciprocity were crucial to help us examine
critically motivation for initiating the research, intentions and expectations, and to address questions
about who may benefit and who may have to carry a burden. Narrow procedural ethics arrangements
can prevent harm from research (though this is no easy matter in a complex situation); however, they
do little towards helping to promote the good in PR relationships. An ethics of care allowed us to judge
the quality of our researcher roles and human interactions within the research process. However, the
asymmetries arising from the different interests of researchers, participants, and researcher-participants
are inevitable and require acknowledgement. One of the main ethical challenges was to ensure
flexibility about what we could include and exclude in the report without affirming dominant discourses.
Power, knowledge, consciousness and action are intertwined; what may appear to be consensus about
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issues within an organisation may be simply replicating the dominant discourse (Gaventa and Cornwall
2007).
This paper has offered several examples of ethical challenges routinely faced by participatory and
embedded researchers and suggested a framework to examine these different issues and their
implications for both the quality of the research and the wellbeing of participants and researchers alike.
Further research should focus on how to support Researchers-in-Residence, and participatory
researchers generally, particularly within healthcare settings, where PR is often at odds with the
embedded positivist approach. New research should continue to raise awareness of everyday ethical
challenges and strategies to address these but also promote greater understanding of PR and
methodological innovations among institutional ethics committees, to help them develop more
appropriate ethics approval processes. These should integrate an ethics of care with the traditional
ethics of principle.
Word count excluding the table: 8909
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Kurt Lewin’s planned approach to change involves a three-stage process: unfreezing current behaviour; moving
to the new behaviour; and refreezing the new behaviour.
2
The critical grounding of Paulo Freire’s (1970) emancipatory focus underpins the PAR approach. Freire used the
concept of praxis to mean reflection and action on the world to transform it.
3
One might argue that PR is heavily ethically implicated from the start, as it might not be clear who defines what
‘good’ or ‘desirable’ change might be and who is accountable for the work, and to whom. Whereas the rationale of
PR is to democratise the research process by including and recognising different interests and by opening it up to
ensure greater transparency and foster group ownership, inevitably power dynamics will still exist but within a
non-hierarchical context might be less visible and harder to recognise. This problematises accountability in PR.
4
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It took 10 months to gain approval for the service user-researcher to carry out interviews with other patients.
That a study needs to build in 10 months into a project for research ethics and governance approvals might be
indication of a flawed process.

