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Abstract

Purpose: Tai Chi is increasingly being used as a complit@gntherapy in hospice care to
help patients self-manage multiple and complextheaeds. However, currently there is
limited understanding of Tai Chi from patients’ geective, including what participation in
this mindfulness based movement (MBM) exercise méamheir experiences of living with
an advanced, incurable disease. The purpose dttidy was to explore outpatients’ lived
experiences of hospice-based Tai Chi in relatiomitzdfulnessM ethods: 19 participants

(15 females; 4 males, aged between 50-91 yearsvitia)a range of advanced, incurable
diseases (cancer, COPD, pulmonary fibrosis, pulmyoaerial hypertension) who attended
day therapy at a local hospice took part in Tai $&ssions. Using a focused ethnographic
approach, multi-methods including 17 semi-strudurgerviews (averaging 40 minutes),
participant observations (equating to 200 hoursisipethe day therapy unit), and informal
conversations were used to collect data over ar@tmmeriod. Data was analysed using a
thematic framework approadResults. Four main themes were constructed that
demonstrated participants’ lived experiences ofdfuilmess during participation in hospice-
based Tai Chi sessions. Main themes included: ([dglHnody respite; (2) being present with
others; (3) tranquil and therapeutic atmosphere @)ghysical limitationsConclusion: Tai
Chi may be an important therapeutic strategy f¢pihg patients with advanced, incurable
disease experience mindfulness. The findings sfshidy support the use of MBM exercises
such as Tai Chi as a non-pharmacological adjuncotwentional treatments within palliative

care settings.

Keywords: Tai Chi, palliative care, advanced disease, mimdfss, qualitative research,

ethnography.
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RUNNING HEAD: An ethnographic exploration of hospice patients’ experiences of participating in Tai
Chi.

Living in the mo(ve)ment: An ethnographic exploration of hospice patients’ eperiences

of participating in Tai Chi

Patients with advanced, incurable disease oftenviith multiple symptoms and side
effects that negatively impact on physical (e.ginpfatigue, breathlessness), psychological
(e.g., anxiety, depression, fear), social (e.glatton), and existential (e.g., loss of meaning)
domains of well-being (Teunissen et al., 2007). &ime of palliative care is to help patients
manage the adverse consequences of their disedgmpnove quality of life by adopting a
holistic, patient-centred, and multi-disciplinagypaoach to healthcare (Twycross, 2003). As
part of this approach, non-pharmacological and dongmtary therapies such as physical
activity are increasingly being used as a valualjanct to conventional medicine because
they are non-invasive, cost-effective, and can palgents self-manage multiple and complex

needs that change over time as their disease psEg¢Javier & Montagnini, 2011).

Whilst physical activity is now generally acceptega form of therapy for individuals
with advanced, incurable disease (Albrecht & Tayki¥12), during the 1980s, it was met
with scepticism, with many doctors advocating Bsst more appropriate alternative (Jones
& Alfano, 2013). Today, with increasing evidencestmw that physical activity is beneficial
and feasible in this population — and with manygrds recognising the value of, and
demonstrating enthusiasm about, participation (Slecét al., 2011; Oldervoll et al., 2005) -
it is seen as an important adjunctive to standaecapy. One form of physical activity that is
commonly used in healthcare settings is mindfukies®ed movement (MBM) therapy (e.g.,
Yoga, Pilates, and Tai Chi). MBM seeks to integthtemind, body, and spirit through
movement-based exercises that involve a conterapléte., inward and non-judgemental)
focus on the embodied, kinaesthetic, and propribeepgualities of movement (La Forge,

2005).
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Tai Chi represents one type of MBM that combides/$ody movements with
breath work and mental focus (Wayne & Fuerst, 203 becoming increasingly popular
with professionals in routine hospice care becafists accessibility; it can be adapted to a
wide range of functional abilities and deliverefebato groups of patients with diverse
needs (Hui, Cheng, Cheng, & Lo, 2008). Moreover,dra has been shown to provide
physical and psychosocial benefits to those wittinge of advanced diseases. Preliminary
evidence, including data from randomised contiialdrand systematic reviews, has
demonstrated the positive impact of Tai Chi ongiagi, balance, mobility, lung function, gait,
mood and reduced anxiety among patients with adddanancer (Hui et al., 2008; Zhang,
Wang, Chen, & Yuan, 2016), chronic obstructive puhary disorder (COPD) (Guo et al.,
2016), Parkinson’s disease (Song et al., 2017haad disease (Ng et al., 2012). Moreover,
data from mixed methods studies (Hagglund, BomaBr&nstrom, 2018; Yeh, Chan,
Wayne, & Conboy, 2016) has demonstrated improvesnargocial well-being (e.g.,

community involvement, increased social supportpagnpatients with chronic heart failure.

Whilst current evidence on the benefits of Tai @duiticipation is promising,
empirical investigation on this topic has been dwated almost exclusively by quantitative
research designs that use standardised outcomeimegés assess changes in health and
well-being variables. Consequently, little is knoalvout Tai Chi from patients’ perspective,
including what participation means to their expeces of living with an advanced, incurable
disease, and how these experiences are shaped bguinonment of hospice day therapy.
This is an important omission considering that hmsppresent one of the few places in the

community where patients with advanced diseaseceass MBM therapies like Tai Chi.

In addressing this, qualitative methodologies aeful because they allow
researchers to better understand the complex aamted processes through which people
make sense of lived experiences in rich depth atalldSparkes & Smith, 2013). In

2
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particular, approaches such as ethnography — iohalesearchers immerse themselves in the
setting under investigation and collect multiplenfis of data over prolonged periods of time
— are well suited for exploring palliative patiérggperiences of participating in Tai Chi

within the context of hospice day therapy. One blet@omponent of Tai Chi that may be
important for improving patients’ experience ofitig with advanced disease is mindfulness

(La Forge, 2005; Wayne & Fuerst, 2013).

Mindfulness is the ability to deliberately pay @aattention, without judgment, to
one’s immediate experience (Brown & Ryan, 2003hvtblves moment-to-moment
awareness of, and attention to, the quality of e&vand experiences that occur in the present
(Brown, Ryan, & Creswell, 2007). Whilst mindfulnassncreasingly being taught in
palliative care to improve quality of life, theea lack of evidence to support or refute its use
for patients with advanced and chronic disease®(aeca et al., 2017). It has been
suggested that mindfulness might be important fwinasing well-being in patients who
experience unrelenting physical discomfort andéarr of the dying process by ‘encouraging
closer, moment-to-moment sensory contact with ifat is, without a dense filtering of
experience through discriminatory thought’ (Browrak, 2007, p. 219). In contrast, it has
also been suggested that its inward directiontehtibn toward physical discomfort can
heighten body awareness and increase physicag¢skstBrown et al., 2007). Against this
backdrop, more research is needed to better uadgersibspice patients’ lived experiences of

mindfulness.

The main aim of this study was to explore outpasielived experiences of
participating in hospice-based Tai Chi. In respagdbp the data as the project evolved, the
purpose of the study became refined to focus mosely on participants’ lived experiences

of mindfulness during participation in Tai Chi.
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Methods

Research Design

A focused ethnographic research design (Knobla2@®5; Wall, 2014) grounded in a
constructionist paradigm (Burr, 2015) was usedxfgare the aims of this study. Focused
ethnography differs from ethnography in its tramhfal sense. Rather than spending large
amounts of time (often years) permanently immemsestttings that researchers are
unfamiliar with, instead, researchers engage attikadly short-term field visits (i.e.,
occasional rather than permanent immersion) inlfangettings within which they intensely
collect and analyse data (Wall, 2014). This typetbhography aligned well with this study
because the primary author’s [name removed for aeew] volunteering role within the
day therapy unit (described in further detail belewabled him to familiarise himself with
the field and interact with participants prior tata collection. Though less time was spent in
the field compared to traditional ethnography, #iigly still retained ‘ethnographic intent’
(Wolcott, 1999) in that it remained committed toiafdepth focus on a specific socio-

cultural phenomenon as it occurred in everyday(Kieoblauch, 2005; Wall, 2014).

Participants

Participants were recruited using purposive maxmvariation sampling (Etikan,
Musa, & Alkassim, 2016). 19 outpatients (i.e., dage) (Female: 15; Male: 4) aged between
50-91 years old (M=74.2) took part in this studgg¢able 1). Inclusion criteria included
patients who were: (a) diagnosed with advancediraide disease; (b) receiving care at
[name removed for peer review] hospice; (c) pgrtiting in Tai Chi sessions offered at
[name removed for peer review] hospice; (d) 18 yearolder; (e) able to understand and
communicate in English; and (f) capacity to givasent. Exclusion criteria included patients

deemed too ill to participate in the study as deiteed by the hospice clinical team.
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98  Procedure

99 Ethical approval was gained from the [name remduegeer review] (REC
100 reference: 16/SC/0133) and the Research Goverrameg at [name removed for peer
101 review] (RGG reference: 2015-08). After approvabwaanted, the first author [initials
102  removed for peer review] and physiotherapists whdked within the hospice’s day therapy
103 unit, initially approached patients face-to-facetmuire of their interest in participating in
104 this study. Interested patients were provided wiffarticipant information sheet before
105  providing consent. Recruitment was an ongoing m®e@ad ceased once data saturation
106  (Saunders et al., 2018) was achieved. Data saioratas a gradual and iterative process in
107  which [initials removed for peer review] spent 6ntits in the field continuously collecting
108 and assessing data until what was being heardesmdstarted to repeat itself, thus no new
109 understandings were being generated from datactiolfe(O’reilly & Parker, 2013; Smith &
110  Sparkes, 2016). This is not to say that ‘objectiuéhs’ had been achieved, rather, it was a
111 point where the research team was confident tlegt ¢buld richly represent participants’
112 experiences of hospice-based Tai Chi whereby adijiadal data collection would have

113 resulted in diminishing returns.

114 This study took place within the day therapy unifimitials removed for peer review]
115 hospice in [location removed for peer review]. AtpTai Chi sessions were offered weekly
116  to patients and lasted for half an hour. Priorrteeng the field for data collection, the first
117  author [initials removed for peer review] volunte@mwithin the day therapy unit twice

118  weekly for a period of 2 months (April 2016-May &) 1which helped to legitimise his

119  presence in the field and foster trusting and retfplerelationships with participants. The

120 first author [initials removed for peer review] mtiined his role as a volunteer in the day
121 therapy unit throughout the 6-month period of datiection. During his role as a volunteer
122 [initials removed for peer review] spent time withtients in the communal room at the day

5
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therapy unit, engaging in activities (e.g., quizaets and crafts, gardening) and assisting
with serving light refreshments and lunch. A coesable aspect of this volunteering role was

spent sitting and conversing with patients aboetrylay subjects and common interests.

Fieldwork and Data Collection

Guided by a pluralistic approach to data collecfi@hamberlain, Cain, Sheridan, &
Dupuis, 2011), data was gathered using semi-stettinterviews, participant observations,
and informal conversations. These multiple soucdetata provided different and
complimentary perspectives on the phenomenon undestigation, resulting in a layered
and contextualised account of participants’ expees of Tai Chi (Chamberlain et al., 2011).

All data was collected by the first author [inisgturing his immersion in the field.

One semi-structured interview was conducted witlpdrticipants. 6 out of the 11
participants were interviewed a second time appnately 4-5 weeks later. The initial
interview guide was developed by [initials removedpeer review] who used his first 2
months in the field as a ‘survey period’ (Fetterm2®iL0) to inductively generate relevant
and appropriate questions that pertained to ppaints’ physical, psychological and social
experiences of Tai Chi participation within the o of hospice day therapy. For the 6
participants who took part in a second intervielarification questions were mostly used to
allow them to expand on the accounts that theypgnadded in their initial interview. All
interviews were conducted at a convenient timg#oticipants and lasted on average 40
minutes. They were digitally recorded and tran®tdilserbatim. Participant observations
entailed actively engaging in 33 Tai Chi sessiansliserve verbal (e.g., spoken interactions
between participants) and non-verbal (e.g., famigkessions and body postures/movements)
behaviours related to the purpose of the studyef@asons were used to layer what was said

during interviews with what was seen in the fiffégwvulich, 2005). Informal conversations
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with participants were used to tap into the eveyy@ad often overlooked) features of
participants’ experiences of Tai Chi that were stomes missed within the formal setting of
a semi-structured interview (Sparkes & Smith, 20€)nversations took place whilst
engaging in everyday hospice activities (e.g., ant crafts, board games, casual
conversations). Participant observations and in&biconversations were recorded in the
form of field notes. Fieldwork took place twice Woeover a period of 6 months (July 2016-

January 2017). A total of 200 hours was spentetily therapy unit collecting data.

Data Analysis

Data was analysed using a thematic framework appr@Ritchie, Lewis, Nicholls, &
Ormston, 2013). This approach was chosen for numser@asons. It offered a structured
method that made it easier to deal with the volemsndata-set that was collected, was
compatible with the underlying epistemology of #tedy, and allowed the context of
participants’ experiences to be preserved duriegatialytic process through an explicit and

continuous movement between analysis and raw &atétlf & Firth, 2011).

Data analysis comprised of the following intercarted steps. First, interviews were
transcribed verbatim and read multiple times toobee familiar with the data. Second,
transcripts and field notes were openly coded bgllang segments of text that related to
participants’ experiences of participating in T&i.CThird, an initial analytic framework was
constructed by grouping similar codes and categanitw themes and sub-themes. Themes
and subthemes were then entered into a matrix lssudec! by moving raw data from
transcripts and field notes into corresponding the&m the analytic framework. Fourth, a
process of indexing occurred whereby the analyiméwork was applied back to field notes
and transcripts by highlighting parts of the tddttaligned with the relevant theme within

the framework. Finally, a collaborative processntérpretation took place, in which authors
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[initials removed for peer review] acted as crititeends (Smith & Sparkes, 2016), drawing
on theory and concepts to offer alternative exglana for findings. Thus, data analysis was
‘abductive’, involving a process of moving betweaeduction (e.g., explanations and ideas
stemming from the data) and deduction (e.g., usimai theory and concepts to understand

patterns in the data) (Blaikie, 2018).

Throughout data collection and analysis, [initi@soved for peer review] kept a
reflexive journal as a way capture introspective. (ithe personal impact of the research
process) and intersubjective (i.e., the inter-retet! factors that affected the research
process) reflections (Finlay, 2002). In doing ge,dxperiential and intersubjective
experiences in the field were used as a ‘springbtmarinterpretations and more general
insight’ of the ways through which knowledge antéipretations of data were co-

constructed (Finlay, 2002, p. 215).

Rigor

This study adopted a relativist approach to judgjoglity (Sparkes & Smith, 2009).
A list of criteria based on the work of other s@rsl(Smith & Caddick, 2012; Sparkes &
Smith, 2013; Tracy, 2010) was used as a startiing pmguide the quality of this study. The
list included: (1) rich rigor, which involved intsa periods of time spent in the field (2
weekly hospice visits over 6 months) collecting tiplé sources of data, resulting in deep
and layered accounts; (2) sincerity, which wasead by using a reflexive journal
throughout fieldwork and consulting with ‘criticllends’ [initials removed for peer review]
throughout data collection and analysis; (3) crdéitfbwhich occurred through triangulating
data from interviews, observations, and informaiv@sations as a means to construct
contextualised and thick descriptions of each thé€feaesonance, which was achieved by

providing thick, contextualised descriptions of letiteme so that data may be transferable to
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other (similar) settings; and (5) exploiting exéepéal data (Phoenix & Orr, 201Ayhereby

the researchemttended to, and incorporated, outliers (i.e., @@httory data) during the

construction of themes.

Pseudonym Age Gender Primary Diagnosis Co-Morbidities
Gloria 89 F Pulmonary Fibrosis n/a
Georgia 82 F Cancer (unknown primary  Arthritis, COPD
location w/ lung and liver
metastases)
Doreen 86 F Lymphoma Type 2 diabetes,
Dementia
Mary 71 F Breast cancer COPD
Lisa 74 F Pulmonary fibrosis Low mood
Elizabeth 91 F Lung cancer (w/ choroidal n/a
metastases)
Jane 88 F Gastrointestinal cancer Low mood,etyxi
Shannon 71 F Pulmonary arterial Intestinal lung disease
hypertension
Rachel 50 F COPD Low mood, anxiety
Leanne 85 F Esophageal cancer Bronchitis
Christie 68 F Breast cancer (w/ lung and Anxiety, depression

liver metastases)
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Karen 43 F Carcinoma of stomach Low mood

Debbie 63 F Breast cancer (w/ bone Paralysis from level T2
metastases)

Judy 65 F Lung cancer (w/ brain Low mood, depression
metastases)

Janine 73 F Esophageal cancer n/a

Roy 73 M Lung cancer n/a

Lee 84 M Prostate cancer n/a

Michael 87 M Prostate and bladder cancer n/a

Stan 68 M Prostate cancer n/a

Table 1: Participant Characteristics

Results

The following results section demonstrates pariotp’ lived experiences of
mindfulness during participation in Tai Chi. Stuggults include 4 themes and 2 sub-themes:
(1) mind-body respite (including two sub-themelbging present in the moment, and (ii)
embodied peace); (2) being present with othersy@Buil and therapeutic atmosphere; and
(4) physical limitations. Verbatim quotes are irtgd in the main text below to provide
supporting evidence.

Mind-body respite.

‘Mind-body respite’ characterised the ways in whici Chi helped participants to

experience relief from the physical and psycholabitistress associated with living with

10
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209 advanced, incurable disease by helping them taniviee present moment and experience

210 their minds and bodies in pleasurable and peaoefys.

211 Being present in the moment

212 Participants commonly reported how living with adead diseased caused them to
213  experience intense feelings of anxiety and worhjs Tvas because their minds were often
214  preoccupied by distressing illness-related woross pain progression, the impact of their
215 illness on friends and family, and fear of dyingnearticipant described how this left her
216 feeling mentally ‘all over the place’ [Rachel, inteew 1]. Tai Chi was an opportunity for

217  participants to re-direct attention and awarenass/drom disease-related thoughts, and onto
218  present moment-to-moment sensory and mental expesd-or example, focusing attention
219  on breath-work, bodily sensations, guided visutibsa, and the background music during

220 Tai Chi helped participants to gain temporary resfsom iliness-related worries:

221 | don’t think [during Tai Chi] which sounds sillydon’t think because I'm

222 concentrating on what I'm supposed to be doing. msic is a sedative sort of

223 music, which stops you — no, it doesn’t stop yaokimg — you don’t need to think.
224 And listening to the voices which is calming hejjps! to not think about your

225 condition and where you are. You just know youaéesand you don’t have to think
226 about anything else... not having to think makes sublg difference to my life.

227 [Christie, interview 1]

228 Rather than ruminating over the past or dwellingwanries concerning the future, Tai

229  Chi helped patrticipants anchor their awarenesBarptesent moment, leading to feelings of
230 mental relaxation. Mental relaxation was charasésriby states of tranquillity and
231  contentment, fostering meditative states which éeljp lodge participants’ minds onto the

232 present moment, thus helping to alleviate anxietresfeel mentally at ease:

11
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233 When I'm sitting sometimes my breathing startsiggtbad because I'm anxious and
234 it's about doing something to stop that anxiousnessid that is what it [Tai Chi]
235 does for me, it relaxes it me...it just relaxes yaund. | suffer from anxiety, so for
236 something to make me relax it's got to be good, thatiwhat it does for me ... when
237 I'm relaxed like that, I'm not panicking, I'm nonha&ious ... because once | start
238 thinking, | start stressing. [Rachel, interview 2]
239 You're just focused all the time and it’s like yoe'removed from where you are even
240 though you know you're there. You're just in thetran of Tai Chi because it never
241 stops. So | think it is a mindful exercise, becayse are focused on the motion of the
242 whole thing... it is meditative to me. | feel totaliglaxed at the end of It [Debbie,
243 interview 2]
244 Embodied Peace
245 Many participants encountered illness and treatmaated physical symptoms,

246 including pain, fatigue, muscle tightness, nauaed,body tremors. These symptoms led to
247  experiences of embodied suffering and discomfaut. &alysis showed how engaging in Tai
248  Chi provided participants with a sense of embogieace by helping them to experience the
249  present moment in physically pleasurable ways.example, engaging in the slow and

250 gentle movements accompanied by soft music foseesahse of respite from feelings of

251 bodily tensions and restlessness:

252 | enjoy the music, and the part where you havadétepd to put water over your face.
253 The last part is quite relaxing, which is reallgenfor me. | haven’t been sleeping

254 very well. | get about 1 or 2 hours sleep everjhhigl’m all tense and restless — | try
255 to put the Tai Chi music CD on, along with othdaxation CD’s but sometimes | am

12
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just too tense to sleep. So doing it here helgguwe me some respite. [Stan, interview

1]

Well | think just the movements because you'velietthat pull of physicality,
where you pull and that’s quite relaxing to be tegsnuscles and using them and
then to relax them. You feel within your muscles thlaxation of contraction, and
when you relax it feels greater relaxed becausévgdwad the opposite of being
contracted and then you relax it down, the relaxatiomes out more as a physical
thing ... just in this relaxed state of being in @@on... it's like I'm wrapped in a
relaxed state if that makes sense. ... that halfoam mmakes you feel different for the
rest of the day because all your tensions have.ddren though you might be doing
a quiz and you might not know the answers, youitephysically relaxed. [Debbie,

interview 2]

Experiences of embodied peace were transformatitieait they seemed to enable
participants to feel physicalljifferent. Taking part in Tai Chi provided participants with
temporary escape from the physical discomfort eirttlisease by allowing them to enjoy the
sensuality, pleasure and peacefulness that they exgreriencing in the present moment.
This sense of embodied peace involved feelingsgséipal relaxation that helped to ‘calm
the whole body from the top to the bottom’ [Chesiinterview 1]. For some participants,
feelings of physical relaxation resulted in a péalchigh’ that extended beyond Tai Chi

sessions:

| love it [Tai Chi] ... it's so relaxing... whenvié been here [day therapy unit], | feel
different again when | go home, it's lovely. | caally go with Tai Chi. It's
peaceful... It's worth doing. That first time | ditJ ooh, | was so tired but not in a

nasty way, it was a lovely feeling. | would imagitie the feeling like you get if

13
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you’re on heroin [laughs] which | don’t know, neussen on it, not yet anyway ... it
gives you a bit of a high but not in a nasty wayaipeaceful way... | don’t know

what it does to your body that makes you so peaddanine, interview 2]

By helping participants to feel physically relax@@j Chi enabled them to experience

the present moment in physically better and brigivieeys through fostering sensations of

physical renewal and restoration. Participants wgedls like ‘cleansing’, ‘pleasant

tiredness’, ‘re-energised’, ‘reinvigorated’, andjrvenated’ to describe these experiences:

When you're sitting on the chair, or laying dowr's almost as though something’s
washing through you and you rest... Almost like waghrcleansing ... It's like being
renewed. Like when you get out of bed in the maynyou feel groggy and then
when you’ve washed your face, especially if youlwsgsur face in cold water, it's re-

invigorating... you feel better afterwards, | sayeshed. [Stan, interview 1]

Being present with others.

Practicing Tai Chi within a group comprised of ésll patients with advanced,

incurable disease facilitated meaningful momentatament peer interactions. It brought

participants together under a shared activity artivated a sense of closeness through

verbal (e.g., laughing, joking, and talking) anchneerbal (e.g., smiling and physical touch)

interactions that facilitated the formation of, aethforced already existing, relationships:

| think it’s nice that they gather us...because wivercome here [Tai Chi sessions],
we’re all doing different things. Everybody’s doiddferent things. | think it [Tai
Chi] brings us back together as a group ... | thivdt & circle of friends is a good
way to describe us, because we only meet once laferea few hours so we know

people more than others but we are all part obagand | think the Tai Chi sort of
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303 reiterates that because we come together as a tpalapit ...1 think we are
304 connected. [Debbie, interview 2]
305 The social interactions shared during Tai Chi wetegral to creating a calm and

306 relaxing environment which enriched Tai Chi pragtithe collective participation in Tai Chi

307 helped participants to develop a soothing ‘enetiggt facilitated mindful movement:

308 | think a group working together builds up an eweagd it builds up the healing

309 energy that then benefits everyone in the roomalez Tai Chi is a healing process
310 and as you build the energy, the healing goes arand everybody gets a share of it
311 ... I just feel that warmth of healing. [Judy, intew 1]

312 Some participants found that observing others dute sessions helped them to

313  (re)connect to bodily sensations of physical catri peacefulness. For example, Rachel
314  spoke about how seeing other people in a relaatd belped her to also feel calm and

315 grounded:

316 [you] can see other people and they're all dolegdame thing and it's calming to
317 see that other people look calm as well, you kri®achel, interview 2]
318 Other participants commented on how being preséhtathers during Tai Chi was

319 important in helping them to experience mindfutestaand thus reap the associated benefits.
320 For example, Judy emphasised the unigueness @fipating in Tai Chi with others at the
321  hospice because it helped her to experience a wfad&ospection and meditation in ways

322 that were not possible when alone:

323 What | find very, very difficult to do at home onyrown is meditate. To take myself
324 out and zone everything else out and just go imab $ort of quiet calm state | find
325 very, very difficult if 'm on my own. If 'm in agroup and were all doing it then |
326 can do it. [Judy, interview 1]
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Whilst being present with others was experienceoeagficial for most participants,
there were instances when it was seen as disrupiresome participants, the group aspect
associated with Tai Chi was viewed as a safe enwiemt that allowed them to experience a
quiet, inward connection with the self as oppoged $ocial occasion in which they
interacted with others. At times, therefore, sorigdractions such as laughing and joking
during sessions were experienced negatively bed¢hageanterrupted participants’

connection with the present moment:

It annoys me when people laugh... | suppose | d&ktbint in the purest term, they
should be more mindful and do it in a more mindfaly, but that’s just me being
purist. But then | think there’s times that | dolike it, it is disruptive in a way, | find
then | have to focus back, but then | do say toethyshat’s fine because that’'s what
they do’ and you know, you just accept it, theyeat of the group and you have the
generosity of partly accepting, don’t you? ...j{i§t think that sometimes it's a
nervousness of people, because they’re not stiieyfwant to sometimes go into that
mindful place, or they don’t know how to, or somemple don’t want to, or some

people are embarrassed by doing the movementsb[®abterview 2]

Tranquil and therapeutic atmosphere.

The environment in which Tai Chi took place waggral for cultivating a tranquil
and therapeutic atmosphere that was conducivepgerences of mindfulness. It was
important that when participants were taking pafai Chi that the day therapy unit was
calm, quiet, and free from distractions (e.g., stang doors and people walking through the
middle of sessions). This was so that participamie able to maintain their focus and
attention on the gentle movements, music, and kssiens that were necessary for

grounding their minds and bodies in the present:
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351 It's got to have the right atmosphere. | mean oeekythe lady that | like did it, the
352 other lady that did it last week, she were getgitgly and it weren’t the same. It has
353 to be in a special atmosphere ... the atmospher¢ fihnge with the voice and the
354 movements ... you couldn’t just sit on the bus [aadldi Chi] ... that other lady
355 turned the lights low, that helped, it certainlg,dyeah. [Jane, interview 2]
356 There were various sensory cues (real and imagthatlyvere integral in creating the

357 type of calming and tranquil ambiance that allowadicipants to reap the aforementioned
358 benefits that were associated with mindful movemieéot example, many participants

359 referred to the importance of teaund of soft music taking a central role in the room’s

360 soundscape, theuch of cold water as they imagined being under a wallegndlights

361 being dimmed. These aspects of the environment lgrertant because they acted on

362  participants in and through their senses and datedrthe extent to which many participants
363 felt capable of experiencing physical and mentatest of peacefulness. For example, Jane

364 recounted:

365 The type of music is just so pleasant ... it's sercahd so beautiful that it sort of
366 goes inside of you, do you know what | mean? Yeelifigs when you're listening to
367 it, not even doing the Tai Chi, just listening b@ tmusic | find is very restful ...

368 people moving around you isn’t good, it needs tinkee calm, still atmosphere

369 because then you get the benefit of lack of sowodral you and just the music.

370 [interview 1]

371 Those who led Tai Chi sessions also played a drwa®in contributing to the

372 formation of a tranquil and therapeutic atmosphé&hes was because they guided
373  participants through the physicality of movememtd mental imagery associated with Tai

374  Chi. This allowed participants to ground themselvethe present moment through enabling
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them to focus inwardly on the kinaesthetic quadiné movements and connect with

visualisations of nature, as opposed to tryingetaember the routine of Tai Chi:

| think the [physio’s] voice is important to listém know what movement you're
doing next really... | couldn’t possibly remembewithout the physio being there. |
might remember a few. | might sit at home and thpaching’, ‘sea.’ | think the
physio’s guide us through the full half hour of fiieysicality of it, you know, they
can't talk to us about being mindful but for theypitality | think it's important that
they're there telling us... | like that becausetifiéd to do it at home | wouldn’t
remember so I'd have to ask [physio’s name] toenitidown and then you’d have to
keep looking at the piece of paper because youtweniember, so it wouldn’t be the

same experience at all. [Debbie, interview 2]

Some participants also commented on how thosénigddi Chi sessions were able

to contribute to the creation of a therapeutic emment in which they could reach

physically and mentally mindful states through d&ling instructions in a soothing and calm

voice:

She’s [the physiotherapist] got a very calming oit can’'t be anybody with a
shrewd voice doing it because that's a waste of tim calming voice. Even then, the
lady and | said to each other, ‘we could’ve falésteep there’, and it was genuine, we
could’ve both fallen asleep. And that’s not boredethat’s restfulness, you know

what | mean? That's why. [Jane, interview 2]

Physical limitations.

Participants struggled to perform some of the Trdir@ovements due to physical

limitations (e.g., reduced mobility) that were asated with their disease and co-morbidities.

Moreover, certain movements exacerbated physicapsyms (e.g., pain, fatigue,
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breathlessness, and oedema), disrupting partiapalpitity to fully participate in each

session:

It's [Tai Chi] very good but there are things yant do. | can't do the leg
movements with this leg at all, because it hurtsntmuch, and it will stay hurt for ages
... You have pains in most places. | mean evestioelder roll causes me pain and
I've got osteoporosis of the back, so you know, erognts aren’t always good. |
know they're gentle movements and everything, sboaa do quite easily, no
problem. But anything where my body is being useohbve, or to do anything, it

usually affects some part of me, you see. [Janepview 1]

Some participants (especially those who sufferecthf€COPD and lung cancer)
required constant oxygen to aid their breathinge @bntinuous bodily movements during Tai
Chi sometimes caused them to feel breathless tirggih bodily anxieties that caused panic

and distress:

| am used to doing things at 50mph all the time,llman’t do that so much anymore.
But that doesn’t stop me from trying. Like with thai Chi today, | started out with

all of my best intentions to do it as well as | ichbut my body isn’t the same as what
it was before. | struggle with my breathing andraes when | get breathless, | can
panic. And | think that's what happened with Tai @iday. | tried too much at the

start and just got out of puff. [Shannon, inforroahversation]

As well as exacerbating disease-related symptdmsantvard focus on the body that
was cultivated during Tai Chi sessions was sometiexperienced negatively. This is
because it focused participants’ attention on,r@antinded them of, their deteriorating

bodies:
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| did have a negative moment in Tai Chi this mogniwhen we were doing the light
and following your hand, it was the state of mydeart made me focus on my hands
and | didn’t like it because they looked all pateld do have a bit of arthritis in them.
But it just seemed to accentuate how pale they wedd don’t have full grip and

they do shake when | don’t mean to and | had #gafly negative sort of millisecond
of ‘I don't like doing this, its accentuating howihible my hands look’. [Debbie,

interview 1]

The exacerbation and reminder of physical limitagisometimes undermined
participants’ ability to experience the aforemenéid benefits that were associated with Tai
Chi. This was because they interrupted the pledsadity rhythms that were integral in
grounding their minds and bodies in the present amdrand, at times, resulted in participants

experiencing their minds and bodies in unpleasaysw

Despite the difficulties associated with participgtin Tai Chi, physical limitations
did not entirely preclude participants from takpeyt. This was because Tai Chi is a
multifaceted activity involving more than gentle vaments (e.g., guided imagery and
music). Thus, despite physical limitations disrngtsome aspects of their participation (e.g.,
gentle movements), participants were still ableak@ part in, and reap benefits from, other
aspects of sessions (e.g., visualisations andhigido music). For example, Debbie, a

participant paralysed from the waist down, shared:

Obviously, it’s difficult because | can’t do ledsyt | don't feel left out because | can't
do legs because I just try and visualise my legsgliv. | don't sit there going ‘I can’t

do this’, | keep the mindfulness going by imagioatand vision. [interview 2]
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446 Discussion

447 To date, few studies have examined palliativeepdsi lived experiences of

448  mindfulness during participation in hospice-basadThi using qualitative methods.

449  Through adopting a focused ethnography in whichiis removed for peer review] spent
450 intense periods of time immersed in the culturaitert of a hospice day therapy unit

451  collecting multiple forms of qualitative data, weng able to produce a rich and

452  contextualised account of participants’ lived exgeces of hospice-based Tai Chi.

453  Accordingly, this study has the potential to leaéitcomprehensive understanding of the
454  benefits and challenges of participating in Tai fonipatients with advanced disease and
455 illustrates the importance of experiencing mindésis during participation. The discussion
456  below will consider the findings of this paper dmav they relate to the literature

457  surrounding Tai Chi, and physical activity more getly, in the context of advanced,

458 incurable disease.

459 The theme ‘mind-body respite’ demonstrated howQlaiwas a transformative

460 experience in which participants were able to gamporary relief from the physical and

461  psychological distress that their illness causedthThese findings are consistent with those
462  of previous studies that demonstrate the efficdclyap Chi in improving physical and

463  psychological outcomes in this population (Hagglendl., 2018; Hui et al., 2008; Song et
464  al., 2017; Zhang et al., 2016). Moreover, the twb-themes within mind-body respite

465 extends these findings by adding novel insight haw andwhy Tai Chi led to such

466  improvements.

467 ‘Being present in the moment’ demonstrates how#reus facets of Tai Chi (e.g.,
468  gentle movements, visualisations, and soothing ehirglped participants to anchor their

469  attention and awareness onto the present momeoppased to focusing on things that

21



470

471

472

473

474

475

476

477

478

479

480

481

482

483

484

485

486

487

488

489

490

491

492

493

494

RUNNING HEAD: An ethnographic exploration of hospice patients’ experiences of participating in Tai
Chi.

worried them. In these ways, Tai Chi seemed torb&céivity in which participants were able
to experience ‘immersive pleasures’ through a coeot process of detachment and
attachment (Phoenix & Orr, 2014). That is, theyenaole to consciously focus on (thus
attach their minds to) peaceful and pleasurableatgms that were occurring in the present
whilst simultaneously detaching themselves fromkimg about, and being consumed by,
iliness-related thoughts. Because this procesktéded experiences of mental relaxation and
tranquillity, Tai Chi could be seen as an ‘affeetivtransformative’ experience (Throsby,
2013, p.15) that enabled participants to learn toeonnect with their minds in pleasurable
ways and experience an improved sense of well-b&imig finding is particularly

noteworthy, especially given that distressing psya@tical symptoms (e.g., worries and fears
of the future/death, pain) can be persistent amelenting for patients (Teunissen et al.,
2007) and that patients who experience these pedistress are up to four times more likely

to have a desire for hastened death (Breitbaitt,e2@G0D0).

‘Embodied peace’ represented the ways in whichChaihelped participants to enjoy
the present moment through providing them with teragy relief from the physical distress
that their illness caused them. The progressiveuaicdntrollable nature of their iliness,
alongside disease and treatment-related symptotside-effects, were often at the
forefront of participants’ ‘bodily intentionalityaspects of lived experiences that the body is
conscious of) (Allen-Collinson, 2009). In these wagome participants seemed to experience
‘chaotic bod[ies]’ (Sparkes & Smith, 2005, p.84)ieh affected them in unrelenting and
uncompromising ways. The gentle movements, calmmagic, and visualisations of Tai Chi
were able to provide participants with relief frén@se forms of physical distress by re-
directing their bodily intentions away from phydidéstress and onto sensory pleasures
(Phoenix & Orr, 2014) such as physical relaxatrestfulness, and renewal. As such, Tai Chi

participation was ‘sensorially transformative’ (6sby, 2013, p.13) in that it enabled
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participants to learn how to feel differently wititheir bodies through experiencing the
present moment in physically peaceful and relaxi@g opposed to chaotic — ways. This is
an important finding considering that physical syomps such as pain, fatigue, and general
weakness are commonly reported to be the mosti@ioig symptoms for patients with

advanced disease (Teunissen et al., 2007).

‘Being present with others’ demonstrated the imguaee of group practice in
facilitating mindfulness during Tai Chi. These fings support the work of others
underscoring the importance of group participatiomai Chi (e.g., Hagglund et al., 2018;
Yeh et al., 2016) and physical activity more getgKa.g., Malcolm et al., 2016; Paltiel,
Solvoll, Loge, Kaasa, & Oldervoll, 2009) in patisntith advanced, incurable diseases. They
also extend these findings by demonstrating thenam@sms through which the group
contributed to mindful practices during Tai Chitpapation. Accordingly, they provide
support for, and may be explained by, Cormack, domed Maltby’s (2018) grounded theory
of group processes during mindfulness-based iméives. Participants’ experiences of
mindfulness during Tai Chi seemed to resonate thighconcept of a ‘community in
meditation’. Mindfulness was experienced as arrdi#@gendent and relational process in
which participants seemed able to generate ane sheir experiences of mindfulness
between one another through meaningful socialastems that fostered a ‘collective energy,
warmth, calmness and tranquility’ (Cormack et 2018, p.10). These interactions were seen
as important for facilitating feelings of conneateds within the group and helped
participants to create a culture in which mindfsk&as valued (Langdon, Jones, Hutton, &
Holtumm, 2011). Furthermore, it was important tiet physiotherapists who led Tai Chi
sessions maintained a non-judgmental attitude arted participants (verbally and non-
verbally) through the gentle movements and visaabfss. Together, these group processes

were able to enrich the communal experiences oChaand help participants to enter
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deeper states of mindfulness than would have bessilje compared to if they had engaged

in Tai Chi at home or on their own (Cormack et 2018).

‘Tranquil and therapeutic atmosphere’ demonstrtedmportance of the
environment in which Tai Chi was conducted. In ofdereap the benefits that were
experienced through the mindful aspects of Tai @iticipants’ noted that it was paramount
that the room in which it was conducted was cahee from distractions, and quiet so that
they could fully focus on, and immerse themselweshie soothing music and imagery during
sessions. This is a novel contribution to the ditere because it provides a situated account
that highlights the ways participants’ experienck$ai Chi are located in, and affected by,
the setting (i.e., hospice day therapy) in whids tonducted. The importance of the
surrounding hospice environment during Tai Chi sessmay be understood through the
concept of ‘therapeutic landscapes’ (Gesler, 19BR¢se are described as “places, settings,
situation, locales, and milieus that encompasphiysical, psychological and social
environments associated with treatment or hea(Mgfliams, 1999, p. 2). The hospice
environment in which Tai Chi was conducted seemexbnsist of a variety of real and
imagined therapeutic structures (e.g., calm musiomed lights, and visualisations of
nature) that were able to foster states of min@fs#n thus contribute positively to
participants’ experiences of Tai Chi by helpingnthi® immerse their minds and bodies in

the present moment.

‘Physical limitations’ highlighted how some parpants struggled to engage in
certain Tai Chi movements due to disease- andnedtrelated physical limitations, and
how the introspective focus that it fostered somes made participants feel uncomfortable
because it highlighted the deterioration of thedies. The manner in which participants’
physical limitations precluded participation in Tti, and undermined their ability to
experience the benefits of mindfulness, may be tstoled through the concept of
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‘interrupted and apprehended motion’ (Phoenix & B#19, p.50). That is, physical
symptoms felt/exacerbated during Tai Chi appeavachexpectedly and unwantedly remind
participants of the contingencies of their detexiimg bodies and interrupt the pleasant bodily
rhythms that were associated with mind-body regplteenix & Bell, 2019). This finding is

at odds with much of the literature surroundingithpact of Tai Chi (and physical activity
more generally) on patients with advanced, inc@wadeases whereby much of the research
has conformed to the ‘exercise is medicine’ nareatbuch studies have (often uncritically)
advocated exclusively for the positive outcomes acassibility of Tai Chi as an

intervention for patients with a variety of advadcprogressive diseases (e.g., Hui et al.,
2008; Li et al., 2014). Through highlighting thetg@atially negative ways in which patients
with advanced disease may experience Tai Chifitidéng presents an original contribution
to the field, while also supporting recent critigus the ‘exercise is medicine narrative’
(Williams, Hunt, Papathomas, & Smith, 2018). Futtegearch guided by qualitative inquiry
is needed in this area to broaden our understaraditige nuances and complexities that
accompany Tai Chi (and physical activity) engagenmepatients with advanced, incurable
disease, including the potentially negative anday@gys in which they may experience

participation.

Collectively, these findings support the use ddghoe-based Tai Chi as a non-
pharmacological adjunct to conventional treatmémtgatients with advanced, incurable
disease. They also support a recent Hospice UKrtregch underscored the importance of
ensuring that palliative patients have adequatesscand provision to rehabilitative palliative
care therapies/services (e.g., Tai Chi) withindgaiehment area of where they live (Hospice
UK, 2015). In achieving this, hospices may actdausers’ in their local communities (e.g.,
places that provide adequate provision and acoegmfients to be physically active) of Tai

Chi and MBM interventions more generally (McLerdyaé, 1988).
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To contextualise these findings, it is approprtatlighlight some limitations of the
study. First, many aspects of participants’ expees of Tai Chi were deeply sensuous and
embodied. A potential limitation of this study wtast it relied on traditional forms of
analysis and representation that have been crdiguth regards to their ability to fully
communicate the complexity and richness of sermudlembodied experiences (Sparkes,
2016). Future research that draws on differentsygdecreative analytic practices (e.g.,
creative non-fictions) would greatly enrich our ergtanding on this topic by digging deeper
into, and more evocatively representing, theseasmé participants’ experiences. Another
potential limitation of this study was that the ebstions and experiences analysed are those
of a predominantly female group (f=15, m=4). WHi&ure research should strive to address
this through actively seeking out the experiendaaen, we maintain that this limitation can
be mitigated through opportunities to generalisefmglings using naturalistic
generalisability (Smith, 2018). In other words, againvolved in hospice-based Tai Chi are
likely to identify (albeit partially) themselves étheir experiences within our findings. That
we did not identify significant within-sample difences between our female and male
participants further supports this. Remaining anttteme of gender, another limitation of
our study relates to the observational data thatase#lected (e.g., fieldnotes), including
decisions regarding where to ‘hang out’, and wieaitversations to initiate and when, being
overseen exclusively by a male researcher [initeiisoved for peer review]. We must
acknowledge, therefore, that these (inter)actioaevequally gendered. This is by no means
to imply the findings are less trustworthy (indediference here may have helped with
rapport, access, elaboration etc.) but worth nagimgn the gender breakdown of the group
being studied. The involvement of [initials removedpeer review], who offered guidance
on research conduct, data analysis and represant#tiindings may have further mitigated

this.
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595  Conclusion

596 The aim of this study was to explore hospice digpgs’ lived experiences of

597 hospice-based Tai Chi in relation to mindfulneds.oligh adopting a focused ethnographic
598 approach, this study provides a situated accouhbwf participation in Tai Chi facilitated

599  experiences of mindfulness. The various aspectao€Chi (e.g., gentle movements, breath-
600  work, visualisations, soothing music, and surrongdinvironment) acted as a gateway into
601 the present moment in which many participants \abte to experience temporary relief

602  from the distressing aspects of their illnesshie tegard, Tai Chi mostly helped participants
603 to experience their minds, bodies, and sociabsunaings in pleasurable and peaceful ways.
604 Integral to the benefits that were experiencedufinathe mindful aspects of Tai Chi was

605 ensuring that it was conducted in a calming andateutic setting. This study supports the
606 use of Tai Chi as a non-pharmacological adjuncbtoventional treatments in helping to

607 manage and address the multifaceted healthcars néedtients with a range of advanced,

608 incurable diseases.
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Highlights

Participation in Tai Chi helped hospice patients to experience mindfulness by grounding their
minds and bodies in pleasurable moment-to-moment experiences.

Experiences of mindfulness were important for helping patients with advanced, incurable
disease experience temporary relief from illness-related distress.

Tai Chi is a valuable adjunct to conventional treatment within palliative care because it can
help patients experience improved psychosocial health and well-being, however, some
participants may struggle to engage in certain Tai Chi movements due to disease- and
treatment-related physical limitations.
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