A family-video to die for: Bringing the family back to family-centred palliative care with VRE
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Abstract
Given the increasing global importance of palliative care, and international recognition of family members as a key part of this care, this article makes a case for video-reflexive ethnography (VRE) to better understand family-centred palliative care, particularly within the shared spaces of a hospital. Specifically, the article demonstrates how this participatory methodology helped to: capture diverse exemplars of family-centred palliative care via a digital-recorder; engage palliative care clinicians as co-researchers to make sense of their nuanced performances; and distil some of the ingredients that enable family-centred palliative care, particularly within a hospital. To personify this case, the article presents clinician narratives about VRE. Specifically, they recount: their initial impressions of, and reservations about VRE; how decisions were made about what was recorded, the video-recordings that were interpreted by the palliative care team during reflexive sessions, and why; the associated challenges; and what they learnt from their experiences. Collectively, these narratives indicate three key points. First, they show how VRE can make the invisible, visible, unveiling practices that might otherwise be overlooked, even among those depicted in the video-recordings. Second, they reveal how this participatory methodology encourages reflective and reflexive practice within a team whose members have limited opportunity to do this regularly, to understand and potentially improve their individual and collective practices. Third, the narratives illustrate how VRE can culminate with findings that resonate with those who have a stake in the area under investigation – by involving participants as co-researchers, the findings are likely to have greater relevance, meaning, and (local) impact. After establishing these contributions, this article concludes with a discussion of the associated implications for scholars, practitioners, and policymakers.

Introduction
[bookmark: _rxki0hwv36bc][bookmark: _z6b9bixc5xi5][bookmark: _ix44idersnqn][bookmark: _39takq8jbr43][bookmark: _wuor25m90isx][bookmark: _uj5qraj986nn][bookmark: _jf5jgsv8k20y][bookmark: __Fieldmark__18169_2090204579][bookmark: __Fieldmark__15545_2090204579]In a world in which we are living longer with multi-morbidities, the importance of palliative care has never been greater. Contrary to widely-held belief, palliative care is not simply for those with ‘one foot in the grave’ – nor is it the sole domain of a select few clinicians who choose to pursue this contentious calling. According to international bodies, like the World Health Organization, palliative care is an ‘approach’ that aims to improve the quality of life of patients and their family members who manage the challenges associated with a life-limiting illness (WHO, 2015, emphasis added). The expanse of this description suggests palliative care might be appropriate, long before and long after a patient requires end-of-life care.
[bookmark: __Fieldmark__18178_2090204579][bookmark: __Fieldmark__15555_2090204579][bookmark: __Fieldmark__18185_2090204579][bookmark: __Fieldmark__15565_2090204579]Family-centred practice enables the patient, their family members, and clinicians to work towards mutual goals ‘through shared decision making and responsibility and mutual trust’ (Dunst, Trivette et al. 2000, p. 32). Explicit international acknowledgement of family members recognises their pivotal role in managing the challenges associated with a life-limiting illness. Specifically, it recognises that: family members have expertise that complements that of patients and clinicians; family members typically assume responsibility for the care that clinicians and health services cannot (or will not) provide; and family members might require support after a loved one has died, potentially reducing psychosocial issues thereafter that might require specialised therapies (Mitschke 2008).
Although palliative care that is family-centred makes sense for several reasons, there is limited clarity on what it involves and how it is performed. For instance, how might clinicians who represent different disciplines (and positions within a well-established healthcare hierarchy) collaborate to form trusting relationships with family members, and engage them in conversations about advance care plans and end-of-life care for a loved one? Furthermore, when a patient is admitted to hospital, family-centred palliative care is often delivered within shared spaces. By virtue of building-design and/or room-layout, sensitive conversations sometimes transpire behind a thin curtain that serves as a makeshift wall between hospital beds and pretends to offer discretion. Given these (and perhaps other) challenges, it is important to clarify how family-centred palliative care is enacted.
Equally important is the methodological question of how might family-centred palliative care be captured, examined, critiqued, understood, and described? Given the myriad dynamics that shape such care, it can be difficult to honourably represent these in ways that are meaningful to those who experience it, and to those who would like to learn about it.
[bookmark: _Hlk528167168]To better understand family-centred palliative care within a hospital and how it is enacted, this article makes a case for video-reflexive ethnography (VRE) to make the invisible, visible. Specifically, it demonstrates how this participatory methodology helped to: capture diverse exemplars of such care via a video-recorder; engage palliative care clinicians as co-researchers to make sense of their nuanced performances; and distil some of the ingredients that enable family-centred palliative care in an acute hospital. To exemplify this case, the article presents clinician narratives on their perceptions of, and experiences with this methodology.

Methodology
[bookmark: __Fieldmark__18202_2090204579][bookmark: __Fieldmark__15621_2090204579]Following clearance from the relevant ethics committees, four clinicians (namely, two doctors and two nurses) who offered a consultative palliative care service within an acute hospital were invited to participate in a study that used VRE. VRE is a collaborative methodology with demonstrated capacity to reveal taken-for-granted healthcare practices (Iedema, Carroll et al. 2018). It involves the negotiated videoing of everyday practices and/or experiences and critiquing the footage during reflexive sessions to make sense of these data. Although VRE can be operationalised in different ways, its use in this study was shaped by clinician preferences. As such, their participation involved: allowing the academic researchers to observe, video-record, and/or interview them; selecting video-clips for reflexive sessions; and/or participating in reflexive sessions.
The clinicians were shadowed over two months (April and May 2018). During this period, they consulted 11 patients and their family members, all of who allowed their consultation(s) to be video-recorded. The nurses then selected edited video-clips (of approximately two minutes in duration) for the reflexive sessions, with a view to diversify palliative care practices. Following this, the academic researchers co-facilitated two reflexive sessions with the palliative care clinicians to analyse the nurses’ selections and ultimately clarify how family-centred palliative care within a hospital is enacted.
To understand their perceptions of, and experiences with VRE, the four clinicians participated in semi-structured interviews. Specifically, they were invited to reflect on: their initial impressions of, and reservations about VRE; how decisions were made about what was recorded, the video-recordings that were analysed during reflexive sessions, who participated in these reflexive sessions, and why; the associated challenges; and what they learnt from their experiences. Digital-recordings of the interviews were transcribed verbatim, and the transcripts were analysed. This involved: identifying shared and disparate sentiments, within and among the transcripts; constructing themes that represented these similarities and differences; and crafting a narrative to coherently capture each clinician’s experiences. The following section presents the four deidentified narratives to respectfully retain the voice of each clinician.

[bookmark: _iz6qi1go4a3t][bookmark: _w7bma59yzvsc]Findings
Clinician One
Upon learning about VRE, Clinician One was apprehensive about its participatory ethos. This was interpreted to denote increased responsibilities and an increased workload. Couched as a concern ‘about the practicality of… doing this’, they recalled feeling ‘quite nervous as to who was going to actually film’. Cognisant of their current duties and limited time, they were reluctant to commit to additional roles, particularly ones that were unfamiliar and would require some orientation. Although the academic researchers assumed greater roles to manage this concern, it demonstrates the ways in which ‘participatory’ can be interpreted:
Just knowing my own workload, having to have this as a primary responsibility on top of everything, I think I was quite concerned.
Clinician One also recalled presupposing they would feel self-conscious when video-recorded. To moderate this, they found it helpful to ensure ‘better behaviour than what… would normally be [while ensuring they were]… still myself in terms of my own personality’:
I made sure my communication was clear… but I was still… jovial with patients, where it’s appropriate, making jokes, anything like that… I don’t think it changed my approach to patients or my clinical judgement or the way I converse.
According to Clinician One, determining when and where a video-recorder should be used was often difficult. They were challenged by: ‘finding somebody who was suitable’; and ensuring informed consent, sometimes within a four-bed room. In determining what should be video-recorded, Clinician One considered personal and social factors. These included: patient acknowledgement of their diagnosis and prognosis; patient rapport with individual clinicians and the referring medical team; as well as familial relationships. This was largely because palliative care necessitates trusting relationships and shared understandings – and sustaining these required nurturance:
One of my concerns was it was difficult to build the rapport with the patient [and]… with the patient’s primary team and we just didn’t want to jeopardise that relationship… They had to be comfortable… before being videoed… They had to be comfortable with their current clinical situation… first.
Although Clinician One chose not to select video-clips for the reflexive sessions, the diverse depictions of palliative care enabled them to reflect on and critique their own and colleague’s practices. For example, they noticed how clinicians ‘positioned themselves’ during patient consultations – an observation that was hitherto unnoticed:
I was… mindful of how I conduct myself… It’s always good to reflect and to try and improve… I was happy with what I saw; obviously there’s improvements.
Clinician Two
Clinician Two was, and remained concerned about the use of VRE – largely because of the ‘V’. They conceded that ‘the whole idea of having the camera freaked me out’. It was not simply the use of a video-recorder that concerned them, but how others would interpret what it captured. Despite these concerns, Clinician Two was somewhat surprised by how often they became oblivious to the presence of a video-recorder and once cognisant of it, how reflective they had become:
It’s something that can be watched again, and then other people will start picking things… That was always a worry… ‘What if I’m saying something bad on camera?’… But then it was very natural… because you start falling back into your habit and you don’t realise… I didn’t feel uncomfortable when I was being videoed [and] after, I would… think, ‘I wonder how that came out; did I say everything… did I miss anything?’
Being new to palliative care, relative to their colleagues, Clinician Two was initially ‘hesitant in saying stuff’. They were guarded, reluctant to contribute to study-related discussion due to limited experience. To manage this concern, the academic researchers actively sought the views of all four clinicians, as the use of VRE was (re)moulded – nevertheless, it demonstrates how professional identities and professional hierarchies can shape this methodology:
I do sit there and think, ‘My opinion really won’t matter because I’m only new’. But I have learnt that the team does care. They listen to my opinions and they help me realise why it may or may not be right.
Opting to select video-clips for the reflexive sessions, Clinician Two selected those that they and their colleagues could learn from. For instance, they were mindful of instances where patients and/or their family members were, and were not actively involved in, and/or directed the consultation. This is because the video-clips could be juxtaposed to demonstrate how conversations can shape the comprehensiveness of clinical assessment:
You want to explore not just their health, but things like home and what their life is like... So… having family involvement was really important because not all patients were able to give you… that information… You need to hear it from the family perspective as well and see where they’re coming from. How involved are they? What is it that they need? I definitely was thinking, ‘This patient would be good because they are quite verbal. They are quite insightful’… I was [also] looking for faults… because that’s how we learn.
Although Clinician Two did not always speak during the reflexive sessions, they were nevertheless actively engaged. They reflected on individual practices they ‘had never picked up’ – like the way they often felt compelled to speak at patients and family members, often leaving them looking ‘overwhelmed’ with information. Yet, by making the invisible, visible, Clinician Two acknowledged they had become more deliberate in their communication style:
[bookmark: _GoBack]I always thought giving the patients a lot of information is really helpful. I’ve always thought… ‘They should know about that. They should know about this’… Watching the video, I realised I overloaded them with so much information that they probably didn’t absorb three-quarters of it. But I thought it went really well because I… told them everything they need to know… in depth… Looking at the video, they’re looking at me totally confused… That’s something that I hadn’t thought about… Now I think… [to focus on] what’s happening today and tomorrow. [Patients and their family members]… don’t look beyond that, a lot of the time. If they do, I think they’ll be the ones that will open up that conversation.
Similarly, Clinician Two reflexed with their colleagues to understand social practices and the art of palliative care. They collectively fed and informed each other’s understandings of palliative care, particularly that which was deemed to be family-centred. This in turn enabled Clinician Two to be more mindful of what they did, when they did it, and why:
During the videos, I did see things… the others didn’t bring… up… It was good for me to find out other people’s points of view… [and] what they thought… I learnt things like [the importance of] posture [and]… the way I speak… [At] times… I will be like, ‘Am I rambling again?’ Then I’ll just stop, take a breath. I was always used to standing and talking to people. Now it’s getting used to… sitting closer, at their level… allowing them to do the talking… I definitely… helped with the way we approach patients and speak to their families.
However, according to Clinician Two, VRE was not without its challenges. Within an acute hospital where many patients shared a room, it was often difficult to know if and when to introduce a video-recorder. Furthermore, the hospital was in a culturally-rich area, where many patients spoke limited English and had sizeable families that also spoke little English:
To do something at the bedside is very hard. We want to involve everyone, including family; but sometimes, there isn’t enough room… It was… ideal when we were able to be in the… meetings rooms… [But] when you’re just going for a daily bedside review… location is always hard… Obviously, language can be a barrier. If we arrived to see a patient on the day and they didn’t speak English and there was no-one there to interpret… we wouldn’t be able to explore and identify any issues they had.
Clinician Three
Initially, Clinician Three perceived VRE ‘to be a really big waste of time’. Although they were open to this methodology, they were unconvinced about its capacity to make the invisible, visible and propel different understandings of their area of expertise – palliative care. This was partly because their previous experience with ‘research’ seldom resulted in valuable findings. Furthermore, they doubted whether patients and their family members would permit video-recording, given the sensitive and emotionally-charged nature of palliative care. However, they were surprised by the relative ease of ‘recruitment’ and the receptivity of patients and family members, alike. Although not all consented to the use of a video-recorder, they recognised the potential value of the study and the methodology:
It was just a natural process going over [the consent process] and… communicating with the family members… So… my initial reservations of time-wasting [to]…set… the scene was null and void.
When deciding which participants to ‘recruit’ and which video-clips to select for the reflexive sessions, Clinician Three – like Clinician Two – chose moments ‘we could learn most from in improving our practice’. For instance, patients and family members were invited to participate in the study if the consultation was likely to epitomise ‘family or person-centred practice’ because of an established rapport. However, the opportunity to establish a rapport and/or enlist participation was often shaped by context. Within an acute hospital that was comprised of four-bedded rooms and constrained by limited resources (including clinician time and private meeting rooms), it was not always feasible to discuss the study at length. Although Clinician Three recognised opportunities to optimise participation – like, ‘identifying patients earlier and preparing the consents’ before the study commenced – they also appreciated the ways in which context shaped how VRE was (re)moulded.
Similarly, Clinician Three selected video-clips if they captured typical (rather than atypical) demonstrations of an established rapport and/or affable interactions. They depicted patients and/or family members who were communicative, inquisitive, and/or obliging.
However, upon reflection, Clinician Three recognised the assumptions they held of how ‘family or person-centred practice’ manifested. They assumed it primarily emerged during warm and positive exchanges, thereby overlooking how it might emerge during interactions that were (in)tense, awkward, or negative:
The ones I chose were the ones that were most open and honest… They were cooperative, open… [and] generally on board with what was happening… They [understood]… what was going on with them in that… we were looking at the last weeks… if not days of life… They were… accepting… There was one [situation where]… the family [members] were very angry, in denial…  In hindsight… this could’ve been a good one to actually record for getting our interaction with the family and getting them on board… In hindsight, we shouldn’t have said no [to their recruitment].
Clinician Three recognised value in the reflexive sessions. They appreciated the opportunity to take some time out of an otherwise chaotic workday to reflect and reflex with colleagues about what they did, how they did it, why they did it, and the associated effects. This was because they seldom had the opportunity to deliberate on these questions, examine their values and beliefs, and test their assumptions:
It… gives you more insight and more clarity. You have your ideas about the team dynamics, but actually seeing the team dynamics on tape – it’s quite interesting.
However, participating in the reflexive sessions required some comfort-ability with vulnerability. For instance, it was not until the reflexive sessions that Clinician Three noticed their signature slouch. In the video-clips, they were often seen in a lounged position, slumped at the foot of a patient’s bed or resting their head backwards as they sat on a sofa. They initially thought such a pose ‘wasn’t very nice’, for it might be misconstrued as a sign of apathy or indifference. However, the reflexive sessions gave rise to a newfound appreciation for this signature slouch, as colleagues explicitly valued its calming effects:
They like the way that I do that, because it actually calmed the situation; cause if I looked relaxed, everyone else is relaxed… It was a really good learning curve and really some good conversations come out of it… One of the things I’ve learnt… about myself is my posture… how I sit and appear… It also made me more conscious about positioning… where we are and who’s doing what… It’s… going to give me more insight and be more reflective in what’s going on around me and addressing those issues when they arise, instead of in hindsight… I feel it will… improve the team as a whole.
Clinician Four
Like their counterparts, Clinician Four was initially concerned about VRE – notably, its practicalities and how it might disturb the delicacies of palliative care. This was particularly because of the context. In addition to the challenges of using VRE within an acute hospital, comprised of shared patient rooms, the four clinicians offered a consultation service. As such, enlisting the participation of patients and/or family members often required negotiating relationships with colleagues who represented other disciplines, like oncology, gerontology, haematology, and a host of other ‘-oligies’:
Because we’re in the acute hospital and we’re a consult service, these patients are not under us… [So, the] challenges included… getting permission from the treating team, making sure it… didn’t affect the way we practice.
Even when interdisciplinary relationships could be readily negotiated, not all patients were deemed to be ‘appropriate’ for the study. According to Clinician Four, deciding which patients to invite was influenced by perceptions about: their capacity to provide informed consent; their clinical trajectory; and/or the degree of insight into, and acceptance of their situation. Although these factors demonstrate the sensitives that surround palliative care research, they also reveal Clinician Four’s assumptions who should, and should not be recruited:
If a patient was confused or delirious… they were the first patients who we said no to. Patients, especially those who are at the end-of-life, for dignity reasons, we were a lot more hesitant about, as well. We focused more on patients who were able to give consent and who were able to understand what the whole VRE is all about.
Clinician Four was quite comfortable with VRE. They were seemingly oblivious to the presence of a video-recorder and ‘didn’t really take much notice of it’. Similarly, they found the reflexive sessions illuminating – they helped to make the ordinary, extraordinary, and re-sensitise the busy team to details they were otherwise unmindful of. These opportunities served to identify how individual and team practices might be improved:
I realised how affected members of my team become in… conversations with these patients. We tend to be immune… We see a lot of grief, distress, sad situations… Seeing their facial expressions made me realise we have to do a lot better with self-care and debriefing… It’s always good to reflect on how you do things, how you say things… because you can always improve… This gives us a chance to reflect and look at how we can improve.

Discussion
Collectively, the clinicians’ narratives highlight three key points. First, they demonstrate how VRE can help to visualise the invisible, unveiling practices that might have otherwise been overlooked. Second, they reveal how this participatory methodology encourages reflective and reflexive practice within a team. Third, the reflections illustrate how VRE can culminate with findings that resonate with organisational stakeholders – or those who have a stake in the area under investigation. Each point is addressed in turn.
In this study, VRE helped to reveal practices that were otherwise taken-for-granted. While they were shadowed, interviewed, or participating in a reflexive session, the clinicians recognised different, co-constructed understandings of family-centred palliative care. For instance, they became more mindful of how language, tone, silence, bodily positions, and assumptions all flavoured the ways in which family-centred palliative care was enacted.
[bookmark: __Fieldmark__18266_2090204579][bookmark: __Fieldmark__16359_2090204579]VRE also encouraged reflectivity and reflexivity. The clinicians watched and deliberated on themselves and their colleagues, as individuals and as a collective. They became more aware of the shifting roles they played – explicitly and implicitly – and how these roles (and how they manifested) was shaped by context. In effect, they became clinalysts (Iedema and Carroll 2011). They discussed and interpreted their own and others’ practices while applying their knowledge of palliative care within the context of their complex health service. This is not to suggest the clinicians had not previously engaged in reflectivity and reflexivity – nor does it imply that VRE necessarily caused different understandings. But rather, VRE – as used in this study – opened windows for critical and respectful dialogue. Furthermore, and more importantly, the clinicians themselves recognised these different understandings. It seems that something quite magical can occur when local (rather than external) experts convene to watch and respectfully critique practices they had become accustomed, if not oblivious to.
[bookmark: __Fieldmark__18275_2090204579][bookmark: __Fieldmark__16393_2090204579]Given its participatory ethos, VRE can culminate with findings that are likely to have greater relevance, meaning, and (local) impact (Carroll and Mesman 2018). Although the clinicians had reservations about VRE – notably, its practicalities and potential impact on workload – these were dispelled when the malleability of VRE became apparent, thereby encouraging their involvement. This was pivotal because the clinicians’ expertise was essential to address the overarching aim of the study.
VRE can make the invisible, visible, respectfully encouraging organisational stakeholders to reflect and reflex, as they deem appropriate. It can highlight individual, social, and organisational strengths, as well as areas that warrant greater attention. Furthermore, despite its challenges, it can be used within sensitive, emotionally-charged, dynamic contexts – including an acute hospital that delivers palliative care to patients and their family members, sometimes within shared patient rooms. These lessons have implications for scholars, practitioners, and policymakers. For scholars, they affirm the potential of participatory methodologies, like VRE, that can strengthen the usefulness of research findings. Yet the article also reveals a need to ensure a shared understanding of the participatory ethos. For practitioners and policymakers, the lessons presented in this article suggest that VRE is a helpful way to encourage regular reflectivity and reflexivity among clinicians. Despite resource constraints, it is methodology that can be readily adapted for different contexts to afford clinicians the opportunity to (re)view their own and colleagues’ practices in a supportive way.
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