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Abstract

This study develops understanding of how oral history in palliative and supportive care is
experienced by patients, family and friends,wtdkers and health care
professionalsysingConstructivist Grounded Theory Methodology.

Thirty-two semistructured interviews are conducted with 22 research interviewees to
consider the motives, experience, and outcomes of all parties, asg@pients of an oral

history service move through the process. Constant comparatiadysis is used with line
by-line andfocusedcoding to determine emerging theories.

The oral history experience is shaped by the participas sense of mortality, thir
relationship with the volunteer interviewer, referring HCP, family and frieadd the

interview setting. Motivations and experiencing legacy are identified as pivotalCG1e
identifies the basic social process of giving voice, which begins anidwesithrough the
temporal process with remembering and reflecting, this creates opportunities for autonomy
and social interaction with the desired outcome of dignity.

The study is the first to explore the experience of oral history at theaddde, from a

range of perspectives. The work has implications for setting up and coordinating oral history
services in palliative and supportive care and for the wider oral history community in

understanding the oral history experience in these settings.

Vii
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1. Introduction

Thisstudybuilds on an unpublished study report for Macmillan Cancer Support: '"How does
providing an oral history at the erof-life influence welbeing of the individual and the
bereaved?' (Winslow and Smith, 2018Jas the Research Associate on the stadhdone

of my PhD supervisorMichelle Winslowwas the Chief Investigator. This study is linked by
association and topjdut independent in methodology and analydisbuilds on the work of
the pioneeringOral History in Palliative and Supportive Care (BBID) Servicesdpect,

which began in 200@t the Macmillan Unit for Palliative Care, Sheffields$tudy ook

placein another settingwhich also has a wetistablished service. The aim of this study is to
develop understanding of ho@HINPSE experenced by pdicipants, their family and

friends service voluntees andhealthcare professionals (H§P

OHinPS@ives people the opportunity to audio record memories for faraitg friends and

as a public archived resource. The purpose of this studgtito seek permission to

undertake oral historyOH),but to evaluate it. Objectives are to understand the

implications for practice in health and social care. This involves gséitigipansand all
involvedabout the ethical considerations, challengasd benefits of recording a®@HINPSC
interview. Consideration is also given to the legacy of archived interviews for family and
friends, and within the University of Sheffield as an educational resource, including teaching

in the School of Nursing and Muifery.

The study follows a constructivist grounded the@@GTapproach(Charmaz, 2014Yhis
includes continuous collection and analysis of informatiorsematstructuredinterviews in
whichresearch intervieweegeview their participatiorin OHinPS@pen-endedrepeat
interviews following guide questiongere recorded with siyparticipants,associated family
and friends, volunteemnterviewers and HCPsInterviewswere conducted before, during
and afterOH was recordedCodingof interviewtranscripts and researcher notégentified
key concepts whicknalded me and research interviewe#s co-createa CGRbout the

experiencs of OHINPSChis thesis will present a new theory in the field of OHINPSC called
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the Giving Voice Theory (GMWAIhich can support practitioners and stakeholders in planning

and assessing OHINPSC projects, and conducting OHinPSC interviews.

Patient and public involvement informed tis¢udyand is ongoing. Findings will be shared
with experts, patients and the publiand contribute towards a working document on

ethical implications and procedural duties to inform future policy making

| start(Chapter 2by providing background t®@Has a mediumandunderstanding its
development both in the field of history and as a nikciplinary method. | then introduce
background to patient narrative in health and social ¢hefore charting the development
of OHfor people in palliative and supportive care. Mgrature review follows(Chapter 3)

in whichl outlinemy methodologyor finding literature relevant to understanding OHINnPSC
and steps | took in refining my search and analysis. | then presgtiterature review and
narrative synthesis of my findingscluding an understanding of personal and
organisational motivesof taking part, therapeutic outcomes and challenges, narrative
identity and its impact on relationships between stakeholders, the implications for sharing
OH recordings in legacy and research, and the context of OH within the digital realm. |
conclude withdiscussion of the findings including strengths and limitations of the review,

recommendations for further research and sermit) concepts.

Building on the review findingand sensitizing conceptspresent my study questions and
outline my proposal vih methodological indication®ntological and epistemological
positioningand scientific justification (Chapter.4)describe theesearch design based on
the research setting, population and ethical consideratig@bapter 5)I explain the

methods | usd in practice (Chapter 6), and my reflections on the process, including
acquiring ethical approval, permission and advice to undertake the research, producing
relevant study documentation, recruiting interviewees, decisions made in data sampling,

collecton and analysis, and overall reflections on the study and my role as researcher.

| set the scene for the study (Chapter 7) by explaining the different settings in which the
OHInPSC takes place and introducing pen portraits of all the research intergieives
serves as an aid to sharing my findings (Chapter 8), in which | share the motives and
understanding of interviewees for their involvement in the OHINPSC. | examine the

experience of the interview in how participants and volunteersoastruct narative and in

2
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how this relates to their illness and sense of their own and others mortality. Finally, | review

the outcomes for research interviewees with OHInPSC as a legacy for various audiences
how it is and could be heard, shared and received by gpghnts, family and friends, and in
the public archive such as for educational and training purposes. Based on the findings |
describe the basic social process of the CGT (Chapter 9). | discuss laWTihas

identified and is multifaceted in its purposeexplain each of the key elements of the theory

as a way for understanding the temporal process of OHInPSC.

Finally, | present my discussion (Chapter 10), in which | set out my contribution to
knowledge from this study. | review how the CGT relédesther relevant OH and nursing
literature based on the process of motives, experience and outcome. | discuss the CGT in
relation to other nursing conceptsPersonrCentred Care in the experience of OHInPSC and

Continuing Bonds in the outcome, with whil also consider the future possibilities of

hiAyt{/ Ay GKS RAIAGIt NBIftYd L SOLtda (S ve
I.

2NAIAYEFEAGET NBazyl yoS | yR (2 BIHE3Y) Sdetails =
the strengths and limitations of the study, then present my final recommendations
stemming from the study for education, policy and practice and suggest a future research

agenda.

My interest in the field originates from my work as a practitiona the Oral History in
Palliativeand SupportiveCare Services Project at Sheffield Teaching Hospitals NHS
Foundation Trust. | have worked on the service for dearyears, in which time | have
conducted approximately 250 interviews with patients andrcbnatedvolunteers to
conduct interviews and perform archival duties. Several points of interest and ethical
considerations have come to ligland thisstudyallows me to investigate similar projects
and related research to further understand the exgeice of OMPSC. | am Regional
Networkerand Traineffor the Oral History Society, offering guidarased trainingto people
embarking on projects in Yorkshire amdthe UKI am interested in the impact of this

research for the wideOHand palliative ad supportive care communities.

a

w

a
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2. Background

2.1What is oral history?
OHis thedmethod of gathering, preserving and interpreting the voices and memories of

people, communities, andarticipant in past events.(Oral History Association, 2018)

recorded audio interview follows a life story or event narrative, generally featuring an

interviewer, who is an empathetic listener with open questions, anthterviewee, the
R2YAYLFYy(d a0G2NRBGSEESNI g6K2 RAOGIGSA GKS AyidSNX
2.2 The originand rise of oral history

Oral testimony for historical purposes can be traced back to community orators in African

village traditiongVansina, 1985nd ancient Greec€rhompson, 19780.26. It wascthe

first kind of historg (p.26)in preliterate societiesHowever, oral history as a method

coincided with advancements after World War 2, in being able to use better technology in

GKS F2N¥Y 2F YI3IySGAO GFLIS (2 FdzZRA2 NBO2NR (K
Americanjournalist/biographer Allan Nevinsvhoopened the first institutional OH

programmeat Columbia Universityn 1948to record the histories of people deemed

significant in society, such as politicians and charity donors (Thomson, 1998, j38t)

UK, an arly example of OH was George Ewart Evans, who, in contrast to Nevins,

interviewed local people about rural life in Sus§&356) Magnetic tape recorders

continued to develop and become more portable and affordable, leading to an increased

interest in reording OHGuidance bodies were set uptime form ofthe Oral History

Association (OHA) in tHéSA in 19660HA 223) andthe Oral History Society (OHBYhe

UK in 19730HS 2018)

Since then, Thomsaof2007)notes paradigm shifts:

1 The postwar renaisance of memory as a source fogople history

1 The development since the late 1970s of ppssitivist approaches to memory and
subjectivity

1 A transformation in perceptions about the role of the oral historian as interviewer
and analyst from the late 1980s

1 The digital revolution that began in the late 199ps50)
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Whilst the focus of OH during this time became more involved with understanding
subjective memory and its value, during the same period there were developments in
health and social care about gabtivity in patient narrativeg§Winslow, Seymour and Clark,

2005)

2.3 The patientHarrative turr€in health and social care
Therewas a much debatednarrative turre (Brownet al, 1996; Atkinson, 1997; Riessman

and Quinney, 2005 health and social care towards interest in patient sto(fesrter,

1985) It is noted that traditionally, pre 1970s, historical narratives focussed on the study of
medicine and scientific breakthroughs rather than patient experience and policy making
(Winslow and Smith, 2010T he narrative turn is not solely attributed to the history of
medicine and is part of a bigger multidisciplinary sfiittomson, 2007)The study of

narrative has become more entwined with the functions and possibilities of stiNge

memory and social constructionisgBerger, 1967)In health and social carpersonal

narratives of health and illness are now significantly regard@@dnk, 1995)

There have been questions raised about ethical ambiguity in the wider productebnssn

of dillness narrativess(Bury, 1982)including lay epidemiologfavison, Frankel and Smith,
1992)in health and social care. Angela Wod@811)investigated the limits of narrative in
medical humanities and highlighted the implicit dangers: itesfionable authentic

potency; lack of understanding of other narrative disciplines and the philosophical concept

of énarrative selfhood and identig/(p.74) and the potential for harm tparticipans.

As detailed later in thithesis several narrativetterapies and interventions have come to
prominence in health and social care, particularly in palliative care, subtgaity Therapy
(Chochinowet al,, 2005) reminiscencéBornat, 1989)life review(Butler, 1963; Jenko
Gonzalez and Seymqut007) andlife story work(McKeown, Clarke and Repper, 2006)
Digital technology presents a plethora of new opportunities for recording biographies

(Smithet al, 2009)

2.4 The akvelopment oforal history inpalliative andsupportivecare
The act ofecording patientSstories for posterity and cathartic benefits is not n@ingley

et al,, 2008, p.653)Hospice pioneer Dame Cicely Saunders stressed the importance of

listening to patientS§stories to address existential and spiritual ne¢8aunders]1960)
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The first written mention found o®HINPS in theWNews Abroafksection of the Oral

History JournalLance, 2003)letailing a pilot project at the Australian Capital Territory
Hospice in Canberra and knowledge of three other projects in Austiddiw Zealand and
Britain(p.18) The service at the Te Omango Hospice, New Zeatasda corresponding
published articlgLichter, Mooney and Boyd, 1998¢luded within the review synthesis.
Unfortunately, | was unable to find further research or gliggrature relating to the

Australian project. The Hospice History Project at the University of Shefiilsck, 2006)

sowed the seeds for the Oral History in Palliative Care Services Project in Sheffield in 2007

(Winslow and Smith, 2013included in tle review synthesis.

| have not been able to fingresentinternational examplesf OHINPSC, although there are
undoubtedly several instances of patients recording their life stories in palliative and
supportive care settings and at the end of life, whetttes be in a video, audio or written
form. OHIiNPSC as an academic discipline and method appears to currently be a UK
phenomenon, which centres around the Oral History Palliative Care Services project. Several
other servicesoverseen by the projedtave leen piloted including services iAntrim,
ChesterfieldManchester, North Shields and Winsfdi¥inslow and Smith, 2019), some of
which are still in existenc&nother example, not badged as OH but with similar motiiges
the Stories for Lif&harity: (https://www.storiesforlife.co.uk) Thiswas set ugoy journalists
rather than oral historians, and the recordings are not professionally archived.
Gorrespondingesearchrelating to this modelHaltonrHernandezt al., 2023) is embargoed

until 2024.

2.5 Chapter summary
| have introduced tis study thesisgiven background to the development of OH and its

wider remit as a narrative approach in health and societ ead pertaining to palliative and
supportive caresettings | now move to the development of my literature review, its

methodology, consequent synthesis and discussion.
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3. Literature review

3.1 Methodology
A qualitative narrative synthesis has been adopted to enable a systematic approach to the

review, to develop theory about understandi@HinPSCexplore relationships in the data,

and evaluate the strength of the synthe$fsveyard, 2016, p.136Pue to sant specific

guantitative data, the use of a systematic review with a matalysis or meta&ethnography
(BarnettPage and Thomas, 2009Jthough desirable as robust evidence, was not suitable

here. For guidance in conducting and writing my literature$e®i L K|l @S po&-F S NNB R
3 NJ R dglide $o8aing aliterature review inhealth andsocialcr N@w@yard, 2016)

which outlines several approaches for analysis and synthesis of qualitative and mixed

methods researclip.123) Due to scant researchleging to the subject, an inductive

approach was used to analyse and compare the data and the approach of narrative

synthesis was deemed suitable, this also afforded the opportunity to includeeswarch. |

have drawn on advice frosupervisors and Univsity of Sheffield video tutorialk018a)

3.1.1Search strategy
Searches were conducted on Cinahl nursing database, Web of Science Core Collection and

ASSIA social science database (December 2016; January 2017). Further searches were
undertaken in OH, maative and healthcare journalssingkeywords and additional papers
were obtained from a relevant module bibliography, reference listssupervisor

recommendations.

3.1.2Inclusion/exclusion criteria

3.1.2.1Inclusion criteria
1 Research and theoretical papers noted as relating to an OH approach

1 Involving people in palliative and supportive care
1 English language only
1

Predominantly relating to adult (over 18) population

3.1.2.2Exclusion criteria
1 Research and theoretical papearst relating to OH as an approach

1 Not involving people in palliative or supportive care

1 Not English language
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1 Predominantly relating to children (under 18) population

The exact inclusion/exclusion criteria was initially left open to ascertain how Oldnsediea
narrative approach and in what setting, and to allow an understanding of the wider context
of narrative interventions and illness. Due to the abundance of narrative approaches which
incorporate aspects of the OH process, the final inclusion wersetistudies which directly
reference OH as an approach with people in palliative and supportive care. This enabled an
understanding of the breadth of OH as a discipline and process. Due to lack of resources for

translating other languagesnly English liteature was included in the results.

3.1.3 Searchetms
The following keywords for biographical approach, location and setting were chosen after

general reading on the topic and consultation with sapervisors and the Health Sciences
Librarian. | also, wdn possible, used and referred to MeSH tei(tdsS. National Library of
Medicine, 2018)to ensure the search terms followed appropriate vocabulary. Due to the
crossdisciplinary nature of this revievand particularly the contrast between history and

nursing, the process for finding the appropriate vocabulary and syntax isveused.
CKS ¢g2NR GAYUSNWASge gl a | faz2z AyOfdzRSR I a
a manageable number of reks. The search terms were tried with and without

abbreviations and yielded the samesults,so the abbreviated version was adopted as

below. The original unabbreviated search terms are included (Appendix 1).

"oral history" or "oral histories" or narrate or biograph* or testimon* or "life story"
or "life stories" or "life history" or "life histories" or story or stories or storytelling or

"narrative method" or reminiscence
AND

"nursing home" or hospice or hospital or "residential care" or "care honnélomg

term care" or "postacute care” or "long term facility"
AND

palliative or "end of life" or EoL or terminal or death or dying or "life support care" or

"patient care"
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¢CKS GSNXY&a oSNB aSINOKSR 2y (GKS 2S00 2T2{ OASyC

allow for a manageable number but to avoid missing any without a clear title. On the Cinahl

FYyR !{{L! RIFdGlolFasSa G4KS &SI NOK ¢l & SEGSYRSR

capacities.

3.1.4Database search results
Web of Science Core Collection =677

Cinahl = 669
ASSIA =173
Total = 1519

3.1.5Hand search of journals
On the 16" February 2017 | conducted hand searches on relevant journal websites

(Appendix 2). Due to the journal websites not generally havingeBoabperator

capabilities my search was condensed to one or two keywords.

3.1.6Search for relevant websites
On the 20" February 2017 | conducted an additional online search for grey literature of the

first seven Google pages faral history in palliive care,and then:oral history end of life
andoral history hospiceContent not already found in the journal and database searches
and deemed of interest is included in a table (Appendix 3). The majority relate to practice

and guidancewith two reseach papers found.

3.1.7Results
My method for collecting and illustrating my results adheres to the recommended PRISMA

format for systematic review@oheret al.,, 2009) It differs slightly in that | performed the
journal and website hand search after ialtexclusion and theming with literature from the
database search. This was to allow me to understand the wider context of the literature

before deciding on what to search further elsewhere.
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Figurel: A diagram tdllustrate the PRISMA flow

Records idenfied
through database searct

(n =1519)

Records identified
through other sources

(n=21)

Records after duplicates removed

(n = 1243)

Recordsscreened on
title

(n =341)

Records excluded on
abstract

(n =218)

Fulktext articles
assessed for eligibility

(n =123)

Fulktext articles
excluded, with reasons

(n=11%

Studies included in
narrative synthesis

(n=28)

10
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Figure2: A table of included empirical studies

Reference Title

1| (Lichter, Mooney Biography as therapy
and Boyd, 1993)

2 (Rickard, 1998) Oralhistoryc WY 2 NB Rl yY3ISNR dzA K| §efldctiors N reddreing

traumatic or taboo topics

3 (Taftet al, 2004) Oral history: validating contributions of elders

4 (McCarthy,2010) |[aL&a 2N} f KA&AG2NE 3JI22R FT2NJ 82dzKé ¢k 1 A

clinical setting: first step

5 (Savundranayagam, StoryCorpsnemorylossinitiative: enhancing personhood for storytellers with
Dilley and Basting, | memory loss
2011)

6 (Ligonet al, 2012) | Oral history: A pragmatic approach to improving life satisfaction of elders

7| (Winslow and How does providing an oral history at the eofilife influence weklbeing of the
Smith, 20B) individual and the bereaved?

8 (Beaslet al., The lived experience eblunteeiing in a palliative care biography service
2015)

A moredetailed table is included (Appendix 6).

3.1.8Data extraction
Due to the majority of research data being qualitativereated a data extraction form to

identify the key details relevant to my research question and then charted reoccurring
themes using a suggested guidance f@¢Ameyard, 2016, p.96A completed form is
included (Appendix 4). Relevant titles and theregslved as | reread the literature and
narrowed the inclusion criteria. | produced a typology of similar biographical methods
(Appendix 5) to give clarity to the role of OH within the wider field of patient narrative

approachesand extracted grey literate deemed relevant (Appendix 3).

3.1.9Critical appraisal
Initially | appraised a more general pool of literature using a hierarchy of evidence as

suggested by Pol{2004) | adopted the CASP to(Critical Appraisal Skills Programme,
2018)and referredto evidence review guidelingBooth,Rees and Beecrof2015, p.333

11



Smith, Samuel50272933 Thesis

337) However, due to the lack of published evidence of scientific rigour in the final
inclusion | ranked my studies in accordance with a framework more akin to qualitative data,
for evaluating healthcare interventions effectiveness, appropriateness and feas{&ligns,
2003) Using this frameworlg.79) the studies can be viewed as poor to fair evidence,

being case studigichter, Mooney and Boyd, 199Baftet al., 2004) descriptive studies
(McCarthy, 201Q)focus groupgRickard, 1998)efore and after studie@.igonet al., 2012)

and semustructured interviewgSavundranayagam, Dilley and Bast@l1;Winslow and
Smith, 20B; Beasleet al,, 2015) More recent studds reflect an increase in evidence,

possibly suggesting an expanding field of research.

In my discussion, | also include theoretical papers which do not have empirical research but

are deemed as highly relevant in adding depth to the review.

3.1.10Analyss and synthesis
Due to the subjective experience O@HinPS@nd the qualitative, theoretical and sometimes

anecdotal research, a narrative review was considered the most appropriate approach for
analysing and synthesising the data and key concepts. Thatoef and process for

narrative synthesis outlined by Popay et al (2006) was utilised as suggested by Aveyard
(2016, p.136)0 enable translation of the similarities and differences in the data. Relevant
keywords and reoccurring themes were identifiedhe studies which were tabulated and

condensed to generate the following themes for analysis:

1 Motivations

1 Finding meaning and therapeutic outcomes
1 Interrelationships before and after

i Legacy its meaning and how OH achieves it

To establish the resultgyticles wereanalysedand colourcoded to the above themes

noting dreciprocal and refutional translatid@r(p.136)

3.1.11 Methodology summary
In thissectionl have outlined the strategy, process gmaimaryresults of my literature

search| have followed and referenced guidelines for extracting data, critical appraisal, and

analysis and synthesis. In the next section | share the review findings in the form of a

12
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narrative review, analysing the key themes teuantered. | then discuss the themes

drawing on relevant OH and nursing reseaiobluding other biographical methods used in

palliative and supportive care. Finally, | produce sensitizing concepts to inform my research
guestion and corresponding methodagly.Sensitizing concepts are suggested by Charmaz

(2014) as a key componeifior starting inquiry irconstructivist grounded theorio give

G¥id ALt odzi GSyGlradA@S ARSIFA G2 LWzZNEdAzS | yR | dzS
These conceptfactor in the prior knowledge and interests of the researcher basedrair

field experience anthe reviewed literature.

3.2 Narrativareview
My rationale for conducting a narrative review is to seek to understand the underlying

concepts and contexts @HinP&. In doing so, | will create a series of sensitizing concepts
which will assist me in developing my research questions to be used as the basis for the
study. As part of my analysis | explore the concepts of value and meaning for the narrator
and others ivolved; the narrative process; its impact on identity and relationships; the final

legacy; how it is shared and (re)interpreted.

The literature included in this synthesis draws on research identified from four distinct
service models: The Oral History @lRtive Care Services Project in the (inslow,
Noble and Hitchlock009; Williams and Park, 2013; Winslow and Smith42@inslow,
2015)an audio biography service in Austrglizeasleyet al., 2015)and New Zealand,
(Lichter, Mooney and Boyd, 1998nd two projects in the USA: one using OH as a
reminiscence tool in nursing homg3.aftet al., 2004)and the StoryCorps Memory Loss
Initiative, involved in computer assisted oral histories for people with esidge memory

loss(Savunranayagam, Dilley and Basting, 3011

All the services vary in process and outputs as outlined in a table (Appen@ihey)were
deemed relevant projects for this review in that they had research studies attached and
facilitate recording the voice for historical purposes of people in palliative and supportive
care. Research literature is also included which is assumee $tuidyspecific but relies on
assessing relevant OH methodold&yckard, 1998; Taét al., 2004;McCarthy, 2010; Ligon
et al, 2012)

13



Smith, Samuel50272933 Thesis

The majority of the research is qualitative with the quantitative data exceptions of ktgon
al. (2012)measuring baaline life satisfaction scores, McCartf3010)using surveys and

Savundranayagam, Dilley and Bas{id@11)using interviews with yes/no questions.

Review studies come from a range of journal disciplines: palliative and supportive care
(Lichter, Mooneyand Boyd, 1993Taftet al,, 2004;Winslow and Smith, 2Bl Beasleet al.,
2015) oral history(Rickard, 1998; McCarthy, 201dementia(Savundranayagam, Dilley and
Basting, 201}, and intergenerational relationshigkigonet al., 2012)

In the discussion | draw on relevant OH and nursing research and theory to further examine
the commonalities and differences within the themes, and draw comparisons with other

biographical approaches.

3.2.1Motivations
The motivations of the interviewee, interviewer, the service and its stakeholders all warrant

consideration. The organisational motives for research @inPS@clude whether it
improves the life satisfaction of older peogleigonet al., 2012) validdes their
contributions(Taftet al,, 2004) influences the welbeing of theparticipantand the
bereaved in legacfWinslow and Smith, 2014helps theparticipantfind meaning and is
therapeutic(Lichter, Mooney and Boyd, 1998IcCarthy, 201Q)or invesigates the lived
experience for interviewees, family membdg&avundranayagam, Dilley and Basting, 2011

andvolunteers (Beasleet al,, 2015)

How participant are recruited varies between being selected with strict variables in study
specific researcfiraftet al., 2004;Savundranayagam, Dilley and Basting, 2Q1donet al,,
2012)or based more broadly within service modélschter, Mooney and Boyd, 1993
Beasleyet al., 2015)in which it is open to all or many users of a service. This review is
interested more in how people want to be involved in service models rather than taking

part in research exercises.

In the OraHistory inPalliative Care Srvices project modg\Winslow and Smith, 2@), the
motivation is to create a family record or social histfpyt) OH is recognised as a preferred
and sometimes necessary alternative to writing a biograh83) There are instances of
participant wanting to talk specifically about their illnessthna view to sharing it with

people going through the same conditigm.31) In the hospice model studied lhychter,

14
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Mooney and Boy@1993) participants were selected as a result of them betngnsidered

to have a need to find meaning in their live2MNR SNJ G2 A YLINR @GS GKSANI |jd
lack of selregard is considered to be a key factor leading to apathy and depréssion

(p.134) The service was latterly extended to patients @satisfying way to occupy their

time when they become bored amable to undertake even the lightest of tasks because of
weaknes< (p.134) Other motivations include setting the record straigRickard, 1998)

and experiencing an historical evetaftet al., 2004)

The strongest evidence found for interviewer peipation comes from a study on
volunteers (Beasleyet al,, 2015) This found multiple motives, an interest in writing and
listening to storiesor gaining a stronger understanding of oth@ersonalitiegp.1419)
Others wanted to give something backgratitude for the quality of care they or others

received and offer psychological and emotional support they had found lackm@420)

3.2.2Finding meaning and therapeutic outcomes
Throughout the literature there is suggestion that OH is a meaningful activity which can

improve wellbeing and quality of life. The differences and similarities betw@etnPSC
being‘theaningfufand ‘good for yoware sometimes indistinguishable, so View the

literature with both themes entwined to try and reach a comprehensive understanding.

Overall, OH was found to be a positive and enjoyable experience for the interviewee,
(Lichter, Mooney and Boyd, 199Rickard, 1998; Tadt al, 2004;McCarthy,2010;
Savundranayagam, Dilley and Basting, 2Q1donet al,, 2012; Winslow and Smith, 28)1
volunteerinterviewers(Taftet al, 2004; Beaslegt al., 2015)and family interviewers

(Savundranayagam, Dilley and Basting, 2011

Some studies focused on @ a way to enhance quality of lif€aftet al., 2004;McCarthy,
2010; Ligoret al., 2012) Ligon et a{2012)argued that over time, OH interviews may
contribute to improved quality of life among old people. Qualitative survey analysis by
McCarthy(2010 osupports the argument that the OH interview allows for a thorough
understanding of how patients define and measure their own quality of (F€L66) Taft et
al (2004)suggested that OH can give validation to gaticipantand écreate a culture to

enhance a therapeutic environmen(p.38)

15
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Other studies concentrated on the overall experience of an OH interfimhter, Mooney

and Boyd, 1993Savundranayagam, DillepdBasting, 201;1Winslow and Smith, 2&1
Beasleyet al., 2015) In these studies, OH was found to foster meaningful conversations for
both the interviewer and interviewe@.ichter, Mooney and Boyd, 1998avundranayagam,
Dilley and Basting, 201Winslowand Smith, 203; Beaslet al., 2015) Winslow and Smith
(2013) found thatctalking with a noqudgmental, empathetic and interested listener is seen
as cathartic by many people, and interviewees do not confuse OH with counsglliay

The study by Basley et a(2015)found thatvolunteers gainedda deeper appreciation of

SEA&GSYGAlLf A&d&adsSa |yR KSfLISR (GK§M14L7g 6S Y2 N

Savundranayagam, Dilley and Bas{id@11)found that OHencouraged meaningful and
collaborative conversations, especially with fam{ly.417) McCarthy(2010)found that
interviewees hadno feelings of regret, even when the interview brings up difficult
memories and reminds them of things they had not thought of in a longetime 65.
Rickard(1998)was more cautious, arguirapral history seems to have an important place in
straddling the therapeutic and the need for creative affirming expregsipa2) Compared

to formal therapy, OH haghe possibility of both affirming and destilising a personal

narrative€ (p.36)

3.2.3Interrelationships
This theme considers the complex patterns of relationships in the formation of the

participanQa A RSYGAG& YR YINNIYGAGBSD 1246 Aa GKS
topics of conversatio and who determines it? How is the recording reinterpreted as a
historical record in bereavement and how does this affect4welhg and ongoing

relationships?

There are several key relationships within an OH service. Perhaps foremost is the
relationshipbetween interviewer and interviewee. This review found the interviewer to be
one of a number of people: a trainewlunteer(Lichter, Mooney and Boyd, 199@/inslow
and Smith, 203; Beasleet al,, 2015) nursing studen{Taftet al., 2004; Ligoret al., 2012)
family member(Savundranayagam, Dilley and Basting, 20faid facilitator or researcher
(Rickard, 1998Savundranayagam, Dilley and Basting, 20¥ihslow and Smith, 2@). The

interviewee was generally to be in a hospice or palliative care sdltiogter, Mooney and

16
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Boyd, 1993Winslow and Smith, 2(B Beasleet al., 2015) nursing or retirement home
(Taftet al, 2004; Ligoret al, 2012) or has dife-threateningillness such as dementia
(Savundranayagam, Dilley and Bastid@l1) cancefMcCarthy, 2010pr AIDSRickard,
1998)

In the model referred to byichter, Mooney and Boyd 993) the volunteerbiographer

visits the patient over several sessions, buildingauppportawith discussion gradually

GdzZNYyAYy3 (2 (KS(PLIani® YOy SBAFS ( NBHANER FNASY R
they enjoy (p.137) The process enables intervieweestie up some loose ends in their

livesand may leadt®@2 y Of dzZRAYy 3 &2 YS LI NF@H136) W thivsedyT A y A 4 K S
no issues were encountered with traumatic or upsetting memories, with the interviewee

deciding what they chose to talk about and oifut137) Other studiegWinslow and Smith,

2013; Bealeyet al,, 2015)examine an equivalent service modelltchter, Mooney and

Boyd(1993) in which the OH interview is opeended, allowing thegoarticipantto dictate

what is said and omitted in the final version, although in the model adopted by Wirsidw
Smith(2013), the biography is not usually written but summarised for archiving. The study

by Winslow and Smitf2013) does not contain interviews with interviewers but with

interviewees, their family anBHiCPswho all have positive experiences of thervices. The

successful establishment is viewed by the authors as a result of traiolngteers in an

understanding of thépractical, emotional and ethical complexities of the wfjg.4). They

stress a need fommore research on the ethical challengesOH recording and to learn

what interviews tell us about patient experiereg.4).

Beasle)et al. (2015)focused on the experiences of tvelunteerbiographer, finding the
volunteerinterviewer had a mutually beneficial relationship with the interviewee. Howgver

challenges emerged with family membdps1417)

While some were appreciativethersimposedtime limits, became overly reliant on
the volunteers and were sometimes offeed, hurt, and angered by what was

included in the final biography

As a result, the authors suggestedreeed for ongoing support forolunteers to assist them
in handling the challenges wblunteeling in a palliative care settiagp.1417) In the study

by Savundranayagam, Dilley and Bas{i2@11) the interviewer was a family member or
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facilitator using a question generator. The results reported fteaticipants éshared topics
that they had not thought about igears butwere not nevé (p.420) andfelt comfortable
regardless of who the interviewer w§s.420) The family members were also comfortable
being interviewers. Results showed thaiver half learnt something new about the
storyteller during the intervie@and dapprox. one third of family embers said they have
more meaningful conversations with storytellers as a result of the StoryCorps expeabiénce
(p.420) The question generator utilisellheme generated opportunities for reflection and
meaningful conversatiori{p.421) The study foundHat the service offered a means for
reaffirming personhood in thetorytellerand their relationships with family members
(p.423)

The use of nursing students as interviewers in stu@iedtet al., 2004; Ligoret al., 2012)

coulddfoster intergenerationhinteractiore (Ligonet al,, 2012, p.147and spark an interest

in history among studentgTaftet al., 2004, p.42)Ligonret al. (2012)suggested that

exploring the intergenerational relationship between interviewee and interviewer could

XAY Tt dz§ACE OKI 2f RSN F Rdzf 6aQ fATFS alGA&aFlI OGA
toward older adults and the aging procégp.156) The study viewed the benefits of the OH

process as a way tmnderstand history from individual perspectiégp.157) dgiving voice

G2 0K2aS ¢K2 YAIKEG 20KSNBAAS 0SS dzy KSI NR | yYRX
otherwise be lost (p.156) OH was seen as having benefits for éharrator, listeners and

society (p.156) The study by Taftt al. (2004)found that usirg OH methods for

reminiscence relating to World War 2 could create a therapeutic environpaeak the use

of group discussion was utilised to generate conversation among resi(fed®) The

d0dzZRSy 0 AYGSNIIASGESNE I f A RllisieSiny toiarfd ®arding 2 NEB G S f
from, their stories(p.39) The study suggested implications for nurses working inteng

care, where OH can be useddassupportive strategy that builds relationshige.42)

The relationships between interviewee ariCR often indirectly as a result of the OH

process, have also been studied. The study by Winslow and &aitB) found thatcdhealth

care professionals appreciate it and see it as beneficial as an important complement to

clinical caree (p.4). Lichter, Mooneyand Boyd1993)draw on case studies to demonstrate

K2g hl tAFTISR LI GASYyGaQ Y2 HEPsp.ABH whilstnotinglzNy i K S

creatinga written biography was a timeonsuming proces$.137)
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None of the studies identified explore the impact of OH in wider social circles and
community. Winslow and Smiit2013) include interviews with bereavemenblunteers and
bereaved relatives to ascertain their thoughts about the services and to inveshigatehe
recording is listened to in bereavement. These opportunities provide an insight to further
relationships which can be developed after the interview and even after the interviewee has
died.

3.2.4Legacy
The final section focuses on findings reigtio legacy and what is kept, by whom, its reuse

and how those involved feel about it. Some studies in the review research legdeptim
(Rickard, 19985avundranayagam, Dilley and Bast2@l 1;Winslow and Smith, 2(B),

some not at al(Ligonet al,, 2012; Beaslegt al., 2015) Although this section predominantly
focuses on the legacy product from the OH process, there is also brief consideration for the
legacy of memories of the OH experience over time by Savundragetyain{2011) Here

people wee interviewed at different intervals to see how the interview had impacted on

the relationships betweeparticipant and family interviewers. They questioned whether

there was evidence that the impact was sustained over t{mé17)

Several studies enaldgarticipant to keep an audio recording of the interviglichter,
Mooney and Boyd, 1993 aftet al,, 2004;Savundranayagam, Dilley and Bast@f1;
Winslow and Smith, 2@), or a written biography with photographs based on the recording
(Lichter, Mooney and Boyd, 1998avundranayagam, Dilley and Bast2@fl 1; Beaslegt

al., 2015) The legacy product in all these studies is denoted as high quality, with audio
recordings beig produced at broadcast quali(@avundranayagam, Dilley and Basting,
2011, p.418; Winslow and Smith, Z)1.8) and the written biography being bound with
mounted photographs and artworfcichter, Mooney and Boyd, 1998.135)or additional
historical rotes(Taftet al,, 2004, p.4Q)Lichter, Mooney and Boyd 993)found that a

written biography, rather than a voice recording, was more accessible and useful for
patients, although hearing the voice recording in bereavement also received positive
feedback(p.136) The biography was found to giparticipant cconsiderate

AL GAATEFOUA2YXWEK28XNBIFIR | yYR NBMNBHIHRydigSY A K
requested several copies for family and frieffdsl36) to become atangible memorial of

the deceaseé (p.137)
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Winslow and Smitl§2013) found that some studyarticipans chose to record messages for

family (p.4). Being able to hear thearticipantQad @2 A O0S 4l & F2dzyR G2 oS
attribute for family and friends in bereaveme(qi.4). Although no bereaved relatives were
interviewed,Lichter, Mooney and Boyd 993)suggest the biography is discussed by family

in bereavement andtalking about the person who has died may be a healing experi€nce.

(p.136) The biography can provide insights into the life of gagticipantand émay enable

GKSY (2 dzyRSNRUGIFIYR LI &l o0SKIFGA2dzNEPIBRXSYLI (K
Savundranaggam, Dilley and Bastirfg011)recognise the recording cawffer a chance for

family members to learn even more about and better understand the storyte(jeA25)

The interviewee with memory losand the family member interviewevalueddthe
AYLRNIFYOS 2F €SIF@AYy3 | £S3F 08 T2 NMPpa2KidzZNBE 3 S
Approximately 82% of family members suggested they planned to listen to the interview,

and several had already listed prior to being interviewedp.420) Extractsvere read

(Lichter, Mooney and Boyd, 1998.136)and playedWinslow and Smith, 2@l p.10)at the

funeral of the deceased.

It is not mentioned by Taftt al. (2004)whether oral histories recordings are archived or
reused beyond being handed participants (p.40) however themes in the article correlate
with participan® Q A Y G SNIWBASE (2 LIAOA I 02 dzi -suffiziehEyR 2 | NJ H
and losqp.41-42)andthus the study is a wider reused legacy document. The autonomous
nature of personal oral histories with World War Il as a focus for reminiscépien;ide a

rich counterpoint to historical accounts of the war. The combination of historical and
personal acounts makes history come ali¥€p.42) Whereas in the study blichter,

Mooney and Boyd1993) the written biography and tape are handed only to the
participantand remain confidentialp.135) two studies have service models in which the
participantcan give permission for their OH recording to be archived, either in the Library of
CongresgSavundranayagam, Dilley and BastR@l 1) or in the University of Sheffield

Special Collections ArcleifWinslow and Smith, 2@). Both models rely on written consent
being signed byparticipant for future use. Winslow and Smitg013) found oral histories

could be reused as social histories for rammmercial purposes andinterviewees and their

familiesfind this an acceptable and satisfactory outcom@.4). The StoryCorps model
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offered opportunities to contribute to both family and national histg8avundranayagam,

Dilley and Bastin@011, p.425)
In investigating traumatic and taboo topics in inteaws, Rickar@1998 p.35 questioned

X te difficult decisions facing archivists in accepting and holding sensitive data and
the ethical behaviour of the users of archival sources where interviews are made

available to a wider public

One studyparticipantremarked she would have liked to have understood more about the
access restrictions of her p.37) Rickard comments on the pestodern increase in
dfragmented or contradictory experiences as part of a life story accowith the public

realm asbarepository for an increasing range and depth of personal matefje#i0) She
suggested that owning an OH recording and listening @oah be a disarming experierece
(p.44) and recommended the interviewer listen to the interview with the interviewee
afterwards. For Winslow and Smitg013), issues with surfacing distressing information
were partly addressed by encouraging interviewees to listen to the recording immediately
after theinterview andallowing them to suggest edits. The interviewer thoroughly

explaired the archiving process and consent form before and &jbe®).

3.3Discussion
Motivations inOHINPS@clude interviewee® YR AY ISNIBASHSNEQ LISNEZ2Y |

involvement, and organisational and research reasons for recruitment and service
development. The power dynamic in how @étticipants are recruited and whether they
choose to be involved (often as part a serviog)are chosen (often in research exeesy
varies accordingly and can empower or appropriate the interviewee in the pr¢Bessat
and Walmsley, 2008An openrended process in which the interviewess encouraged to
decide on the interview contenvas chosen by some moddlsichter, Mooney ad Boyd,
1993 Winslow and Smith, 2@}, adopting the principles of shared author{fyrisch, 1990)
(subsequently this became known sisaring authorityand that is the term | will use where
appropriate later in this thesisPther models adogd a more rigid approach to questioning
and content creatior{Taftet al,, 2004;Savundranayagam, Dilley and Bast2@l1) The
AYGiGSNIBASESSaQ IiveRforpafticigatinarshasedidanly on anecdotal

evidence and warrant further research.
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The outcome of an intervention being therapeutic is less of importance in OH as in
reminiscence and life revie(Bornat, 2001, p.223Y0OH is primarily preservedstorical
information (Yow, 1994)and arguably any therapeutic benefits are secondary. It is assumed
that OH can be psychologically benefi¢ialinslow,Noble and Hitchlock009, p.129put

there is no strong evidend@icCarthy, 2010, p.160)

Finding meaning or a therapeutic outcomeQiinPS@& perhaps reliant on the narrative
formation and constructed identity, founded through the interrelationships between

interviewer and interviewee, their family/carers attCPs

The role of interviewerauld be professional, voluntary or a family/carer. Training and
supportingvolunteerinterviewers in interviewing skills and ethiwss viewed as essential
(Lichter, Mooney and Boyd, 199Blanalpet al,, 2011; Winslow and Smith, 28/1Beasle\et
al., 2015) Relationships between interviewer and intervieweikd be relationship building
and intergenerationafTaftet al,, 2004; Ligort al,, 2012) but problematic between
interviewer and family/carer¢Beasleyet al,, 2015) The interviewemas in a unique
position of having the potential time to spend with the interviewee and suppi@Pso
improve interactions with patienté/inslow and Smith, 2@), and better understand the

person behind the patienfClarke Hanson and Ros2003)

How legacyvas presented as either audio or writingnd to whom it is given participant
family or researcher/archive raises questions of ownership, hpand when the recording
is listened toand for what purpose. Listening back to recordings hasived positive
feedback from the bereave@Vinslow and Smith, 2@}, butwas not without ethical
dilemmas. Distressing or uncomplimentary informati@uld surface, questions remain
unansweregdand histories omittedStewart, 2013; Stewart and Brown, 201Therewas
also the risk of people not intended by tparticipantbeing able to access an archive
version or stumble upon the recording through fam{Rickard, 1998, p.44RArchiving of
oral histories with sensitive personal data presashethical conerns including achieving
informed consent and crediting the authors of the material properly, avoiding reuse in an
improper or disrespectful way, understanding how the Wa$ analysedBornat, 2013,

p.312) and its temporal meaning in interpretatigiRRickad, 1998, p.45)
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There are opportunities and challenges @HInPS@ the digital ageOHIinPS@rchives and

services have increasing parallels with online legacy websites, blogs and social media such

as Facebook, in which users contribute to a corporpégsona) but shared archive of life
stories(Walteret al, 2012) Adopting Creative Commons licensing could be a way for

acquiring more transparent informed consgoughertyand Simpson2012)

The narrative review presents a development in qualimtiesearch methods and the use of
increasingly involved methods for collecting data. Whereas earlier studies relied on
anecdotal and case studi@sichter, Mooney and Boyd, 199Baftet al.,, 2004) recent
research has applied more rigorous methods, such as before and after sfuijeset al.,
2012) semistructured interviewingWinslow and Smith, 2@l Beasleet al., 2015) and
ethnographical and grounded theory approactiavundranayagam, ll2ly and Basting,
2011) These enabtbin-depth collection and analysis of qualitative dadad the ability to
understandparticipani Q S E LISNA Sy OS 2 Tedaridid agaptyactordingly. A

There is a dearth of evidence and material relatin@kinPS@nd a need for further
research within several areas as identified within the discussion. The emergence of OH
initiatives in the UK, USA, Australia and New Zealand suggests a need for further
understanding of th@©HinPSExperience. What doesand @n, OHinPSEntail? How do

those involved benefjtand what are the ethical concerns which require further thought?

Kl

The impact of having a voice recording of a loved one in bereavement has thus far received

little research and there is scant literature vith examines the content of OH interviews in

palliative and supportive care.

The literature review and my own experience of coordinating a service identifies with

sensitizing concepts in:

1 Meaning forparticipant before, during and after the interview: ringations,

experience and legacy.

1 How motivations and experiences interact with experience of health and social care

and relationships with others.

1 How legacy is produced, stored and reused.
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4. Methodology

This chapter explains the choserethodologybased on the sensitizing concepts which
arose from the literature review, my previous experience coordinatin@Hiservice in
palliative and supportive carand as a Research Associate on previous research which
contributed to an unpublishedtudy report for Macmillan Cancer Support: 'How does
providing an oral history at the erof-life influence welbeing of the individual and the
bereaved?' (Winslow and Smith, 2013). | start the chapter by outliningttigyquestions.
To explain the basifor my research design | share my theoretical perspectind my
ontological and epistemologicatance. From this positioningexplain my rationale for
opting for a qualitative method and using t&Tapproach More detail is given about two

of the main components of CGT: constant comparative analysis and reflexivity.

4.1 Aims/questions
Drawing on sensiting concepts realised as result of my review and my experience in the

field, | aim to develop further understanding of OHINPSC and question:

w Howis OH experienced tparticipants, families andiolunteers in the context of

palliative and supportive care?
With the subquestions:

A What are the implications of OHInPSC for HCPs and health and social
care?
A How is dialogical content created within an Qiterview in palliative

and supportive care and then reused?

4.2 Theoretical perspective
For this study | adopt theoretical perspectives based on the ontological questivhat is

GKS FT2NXY YR yIFddz2NE 2F NBIfAGe itPéyQRbDagtKl) G A&
1994, p.108and the epistemological question interesteddihe relationship between the
1Y28SNX | YR ¢ K&(@i108Dllthgn pio&eed]to/odtling how the ontological
and epistemological positions for the study are interrelated with the ch@s@iapproach

and| describe how each theoretical position is suitable for understanding OHInPSC.

24



Smith, Samuel50272933 Thesis

4.30ntology
The ontological persggtive questionswhat is the nature of the phenomena, or entities, or

social world, that | wish to investigate@ason, 2018, p.4)JnderstandingOHINPSG

foremost asocial reality rather thamsa phenomenon or entity. It existsased orthe social
interactions d people with subjective viewand the meaning they give to theriithe

ontological viewpoint for this study is relativist and interpretative, centred on belief that
there existmultiple realities and that knowledge is constructed, fluid and satyye

(Charmaz, 2014)he interpretative stancérejects a unilateral focus on an objective social
reality in favour of an emphasis on empathetic understanding of social phenomena from the
actor orparticipant® point of vievg (Rodwell, 1998, p.15)nterpretation isécapable of
producing specific explanations but not of identifying caugel6) and the purpose of its
inquiry cshowcases the meaning people give to their own situatiqpsl?7) This is opposed

to the positivist approach, traditionally faured by quantitative, and some qualitative
researcher§Glaser, 1962) ¢ KA OK aSS1a 206 2SO0 taks@nies tal anglzi K& Q ¢
social phenomenon has real existence, external to the individual; that knowledge is hard

and factual; and thahumans are shaped by their environmeériRodwell, 1998, p.14)

In my work coordinating an OH service in palliative care the relativist viewpoint resonated
with me, in that different people would give and create their own meanings to the
opportunity to reord or support someone in recording an OHINPSC. How the OHINPSC
service would play out for servigarticipants was dependent on who was interviewing

them and what prior conversations they had with HCPs and family about the interview. Also,
they were affeted by how they felt in the interview moment as a snapshot in time. For
serviceparticipans who recorded several interviewthe meaning they gave to experiences
would change in a temporal manner dependent on their mood and memory thatldhay.

was alsdhe case for family members listening back to interviews, how they heard it varied,
especially in bereavement. For some it might be too upsettirigereas othergound it
comforting. This experience of OHiNnPSC assisted in informing my ontological positios

study.

4.4 Epistemology
The epistemological position questioashat might represent knowledge or evidence of the

entities or social world that | wish to investigagg®Mason, 2018, p.7). It is the way in which
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knowledge is formed and demonstrablEne epistemological perspective coincides with the
ontological. If the ontologicaliewpointis based on relativism and subjective multiple

realities, the epistemological position follows a social constructivist approach, recognising

Ghat every persondé@ SNY Ay S& KA & 2NJ KSNJ 246y YSIyAy3da |y
meanings must be encountered as potentially possible anda/gdié). This approach

follows OH methods as there is a sense of open interpretatiopddicipant actively

involved in decithg the research outcomes, and recognition of subjective experience as a

powerful medium from which a sense of meaning can be found. Social Constructivism relies

éas much as possible on tpharticipanti Q @A Sg & 2:¥Cresvielh 20435 pi2ad). G A 2 v

These views are not individual but are formed with others.

In this sense, all qualitative interviewing is working towards a socially constructed outcome.
Using the social constructivist approach considers the different cultural and social
backgrounds of padicipants when interpreting the meaning they give to an experience,
whilst recognising my own bias and meaning of experience as researcher. In turn, a social
constructivist approach relies on me being reflexive and open to my own influence on the

study, wth understanding of the background and prior perceptions | bring to the research.

4.5 Sharingauthority
The OH interview itself could be interpreted as a social construction in which both

interviewer and participant interact to create meaning of the situation with an understood

sharing ofauthority (Shopes, 2003; High, 2008Vhilst Frisch (199Gonceptualsedthe

0§SNY WaKl NSR | @ds & défhacratia pracess betleiméaEher and

participant the term has since been elaborated on by Shopes (2003) who argues that

WA Kl NAYy 3 | dzi K2 NR (célaboratiig in OB ThS atdnadlyddbftheO | 6 S G 2
interviewee is soughbut it is recognised that it is not fully possipbta evenalways

desirablefor the researcherThe interviewer and narrator have defined roles which do not
Ffoglea aSNBS G2 62N] Ay Gl YRS Yrheirtegpretvé S 06 2 (i K
FdziK2NAGEeY ySAGKSNI LI NI & vy SHh&pdssibildiesoNdBdringy |j dzA & K
authority are further explored byHigh (2009)n which advocacy becomes centrakim

G2y 32Ay3 LINRPOSaad 2F RAlI 6 RBEzZA NFR GaKSENDgzHE A GL
GKS RS@OSt2LIVYSYyld 2F O2tfl102NF 0ADBS NBf{IGAZ2ZYAKA
Following this call to actiorGalabria and Bailey (2023) discuss imgthe sharing of
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authority more social actionrientated by aligningnd comparingarticipatory action
researchmethodologywith recording oral histories in mental health.K S& I NBRdfft F2 NJ a X
in academic priorities to fit with community agendas, which must guide participation and

frame the reseBlOK € O LIJPc T pO @

4.6 Scientific justification for qualitative research
Following on from the majority of included review literature being qualitative, | considered

the merits and issues of qualitative as opposed to quantitative research, with regards to the
study. Whereas quantitative research focuses on value and measuring variable results,
gualitative research is more concerned with in&rbjectivity and meaning in experience,

cthe socially constructed nature of reality, the intimate relationship betweenrdsearcher

and what is studied, and the situational constraints that shape inq(iPgnzin and Lincoln,
2000, p.8) The operended nature of qualitative research allows for the complexities of OH
to be investigated and for méo connect with (the) resarchparticipant and to see the

world from their viewpoints (Straussand Corbin 2015, p.5)

A quantitative approach could have been useful for identifying data such as interview take
up, time length, hours committe(Savundranayagam, Dilley and Bast2@l1) or

measuring life satisfaction levdllsigonet al,, 2012) However, qualitative research was well
suited to understanding OH as an approach, able to identify intricacies in meanings and give
broader parameters of experience. OH, a form of quaitaresearchShopes, 2011])

centres on orality of subjective experience and empowerment of voice. Conducting

gualitative research allowed these attributes to remain intact and relevant.

Whereas qualitative research could follow a positivist and {pasitivist theoretical
paradigm, this study was informed by concepts of social constructivism. This enabled
multiple realities to be studied rather than specific cases and allowed for shagading
and reflexivity in the research proce@®odwell, 1998)The constructivist outcome could be
in the form ofdinterpretive case studigégDenzin and Lincoln, 2000, p.2@ynstructed by

both researcher angarticipantthroughout the process.

4.7 Why grounded theory?
The strategy for collecting and analysing material relies on this dynamipartafipant

involvement. Consideration was given to an ethnographical approach, interested in cultural
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meaning and behaviour in representati¢fedlock, 200). However, ethnography is

ostudying a group that shares the same cultuf€reswell, 2013, p.10A¥hich was less apt

for researching OHINPSC in which a shared culture is not always apf&ireitarly

phenomenology involves studying the shared experesof several peopléCreswell, 2013,

p.104) however a unified experience was not visible to the researcher in OHINPSC. A

grounded theory approach is concerned with i dzZR@ Ay 3 | LINRPOSaaX2NJ Iy
involving many peopke(Creswell, 2013, p.104%rownnded theory generates theory from
experiences and can address the multiple psychological and social processesR$OH

such as motivations, narrative, integlationships and legacy. It is interested in the multiple
perspectives of people and the meanitigy give to process rather than seeking to

understand cultural experience or phenomena.

Due to the lack of academic OHInSPC knowledge and the breadth of experience for all
involved in the process, the grounded theory method presented a suitable wagséarch
experience and gather rich daf&laser, 1967; Charmaz, 201&younded theory is an
advantageous way to conduct research within health and social care environments as it
explores interpersonal relationships and behaviour. It is useful in creatingepts with

scant prior knowledge of a subje@icCann and Clark, 2003, p.@hd is based on the ideas

of symbolic interactionism, with language key to understanding meaning, which constructs
social realityGarfinkel, 1984)Grounded theory is uniquesa qualitative method in that

cthe concepts out of which the theory is constructed are derived from data collected during
the research process and not choganor to beginning the researcé(Straus and Corbin
2015, p.7)Further to this the analysis of data is ongoing throughout the research and
informs later data collection. These features enable the OH experience to be better
understood through the different stages of recruitment, the interview and the final
outcome ofthe recording and how it is received. This enables the research intervi€wvees

temporality of the experience to be studied.

4.8 Rationalefor constructivist grounded theory
Constructivist grounded theorfCharmaz, 2014yas chosen due to the participatonature

and fluidity of social constructivism for open identification of social and psychological
processesand grounded theory as a systematic and comprehensive procedure for data

collection and analysis. This allowed for creativity in data collectiortrangition in analysis
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through emerging theories. These methods enabled the subjective experience and multiple
realities encountered in the OH process to be recognised and conceptudhsed.

constructivist research, the entry point is a natural settingvirich the topic is experienced,

to allow for thedcontext embedded nature of constructed realitig&Rodwell, 1998, p.55)
Researching within an OH service in a hospice fits this setting. Constructivist research entry
requires the researcher has prior kntedge of the topic, to be able to know the setting and
create preliminary questions to start data collection. | have extensive experience of
OHInPSC and have performed a literature review to develop understanding of the topic and

research questions.

Due to the participatory process of social constructivism the research follows an emergent
design(p.56)in that it is inductive and relies on what happens in continuum, shaped by the
participants as much as the researchéProblenidetermined boundaries(p.56) are those
determined byparticipant and inquirer in narrowing or expanding the construction of the
guestion and can shape the scope of enquiry and determine when theoretical saturation is

reached, and no more new data is unearthed dopic.

4.9 Constant comparative method
Constructivist grounded theory as an approach for collection and analysis of data involves

transcribing and constant comparative coding of interviews to find key concepts which can
contribute to emerging theorie€Chamaz, 2014)The constant comparative method allows
for in-depth analysis and the opportunity to build on findings as they arise. The research
guestionscanbe thoroughly analysed with new categories developed which can enlighten
the topic and assist in ostructing innovative theorief.18) Interviews are recorded and
transcribedand initial analysis involves lif®y-line coding and coding with gerunds to
determineparticipant actions and process@s.126) Comparisons are then drawn

between the codingnd journal entries to highlight the difference and common attributes

in relation to the research questions. Initial coding informs more focused coding as
immersion in the larger data set is possible and coding becomes more conceptual based on
emergent treories(p.138) The analytical process is supported by writing memos about key

analytical changes and happenings as | move through the process.
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In later interviews the interviewee can extrapolate meanings and further discuss their
understanding of th@®Hexperience with me. Recruitment for the study ceases either

within the time limit, or after a saturation point has been reached in establishing emerging
concepts when findings become repetitive. Using the grounded theory approach, all study
interviewees hag the opportunity in discussion with me to analyse their own thoughts in
earlier interviews and to expand on their experience in later interviews. This informs
theoretical sampling to further develop categories and more analytical memo writing, which

in turn contributes to my theoryp.192193)

4.10 Reflexivity
A key component o€GTis an awareness of reflexivity and an understanding of how it can

impact and be entwined within the research. As noted by Rod@eB8) dReflexivity and
feedback from theenvironment, combined with other data sources, determine the
emerging direction of constructivist activitiégp.7). As already discussed, my career in
OHInPSC predates this research and | have preconceptions and my own ideas about
OHInPSC based on praetiin the field, previous research, conferences, and literature | have
read. Further to this | have my own biases, both conscious and uncongseiuak | bring to
the research including class, cultural and political beliefs, and gender. Whilst | attempt t
remain impartial, both in my interviewing and analy#iss inevitable that some of these
biases and preconceived ideas about OHINPSC will have come to the fore. Furtherto this
do not have a terminal iliness or care for/am currently close to soregbat does, and |

have never worked as a nurse, so my only shared experience is working on an OHIinPSC
service and seeing it from one angle aslunteer Coordinator. Having previous experience
of OHINPSGs, of course also a positivein that | can bmg my own knowledge and
positionality to the researchbut being able to be reflexive throughout the research process
enables some transparency on my influence. As suggested by R¢#9@8| p.31)a

reflexive journal was maintained throughout the inteewiing and analysis stages of the

researchand | discuss this in more detail in mgthods(Chapter 6)

In both my career in palliative and supportive care and this research | was aware of the
emotional impact on myself and the possibility of compassiofiaigue which warrants
attention. Whilst I may havencounteredsymptoms of this when conducting multiple oral

history interviews during my caredrdo not feel this occurred during the research, perhaps
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because the professional boundaries and time kmiere more defined as a researcher,
and | was not as closely entwined in the participants life as when recording a life story
interview. However, this is a key consideration when undertaking sensitive research with
people in a healthcare environment and aoted in the findings of this thesis and my
reflexive diaryl was undoubtedly emotionalljmovedby the interviews and contact with

several of the research interviewees.

4.11 Chapter summary
In this chapter | have outlined my methodologyscussing adopting a relativist and

interpretive ontological position to coincide wit&pistemological stance of using a social
constructivist approach. | have scientifically justified my reasons for using qualitative
research and my rationale for ugfCGTo evaluate the experience of OHINPSC. In the next

chapter | address my research design and how | implement my research using CGT.
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5. Researchiesign

This is a qualitative study utilisingC& Tapproach. To comprehensively understand O
expeaience forparticipants it is necessary to adopt a qualitative approach to be able to
explore meaning. The OHINPSC experiencpddicipants encounters different stages
before, duringand after theOHinterview. Grounded theory enables all stages to be
explored and thus records the temporal experiencepafrticipans. SociaCGTpresents a
gualitative approach which encouragparticipants to be involved in the analysis and to

build on theories over multiple interviews.
This study consists of the folling methods:
1) Anarrativeliterature review of OHINPSC

2) 1-3 semistructured qualitative interviews witparticipants, familyandfriends,

volunteers and HCPs involved in thHservice

3) Qualitative grounded theory analysis beginning after trat fiterview and involving

interviewees discussing and constructing emerging concepts in later interviews.

The literature review has highlighted a lack of relevant academic research but similar
services operating in the UK, USA, Australia and New Zedlaisdstudy proposes to

develop understanding of OHINPSC and establish awareness of the field.

5.1 Data sampling
Grounded theory suggests iterative sampling in which preliminary data collection and

analysis occur, which shapes future data collection. ddusd involve followup interviews

based on preliminary categories to elucidate further findings and develop matepth

analysis and coding. | followed this procedure with both theoretical and purposeful

sampling. Theoretical sampling is integral te tise of grounded theor{Glaser, 1967;

Charmaz, 2014)t enables the possibility to develop further categories éitldminate and

define the boundaries and relevance of categafi@@harmaz, 2014, p.189here is critical
discussion of the crossover and distinctions of purposeful, selective and theoretical sampling
in nursing(Coyne, 1997)The sampling was selectively purposeful in that it involved

identifying and sourcing rich information for the puigmof addressing research questions
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(p.624) This meant determining the appropriate people, timing, setting conducive to

understanding OHINPSC within the remit of my study.

To achieve understanding of the range of data framultiple realitieg (Rodwell,1998,

p.56) of participants and researchedpurposive sampling(p.56) avoids generalisation and
randomisation to focus on selective cases which are deemed tinf@mation ricte
(Patton, 1990, p.169Several types of purposeful sampling are avéglach asextremes,
omaximum variatios, dypicak, étheory ¢based, copportunistic and ¢politically important

cases (p.182183)

The strategy for determining the sampling of people to interview was selective in them

having direct or indirect experience of the OH process. This meant:

participant or potentialparticipants
family members or friends of thparticipantaware of the reording

HCPs involved in recruitment or communication about the OH process

= =/ =4 =4

volunteers and staff working on the service

Inclusion in the study also relied on tharticipantbeing over the age of 18 and having the
physical and mental capacity to participaand give consent. The decision on what

constituted capacity is detailed later ihical implicationg5.9)

Further theoretical sampling was led fiyurposeful selection of samples to inform the
emerging theory in the study(Coyne, 1997%.626) Where possible, two followp
interviews were conducted to facilitate an aspect ofamstruction between the
interviewee and researcheand to build on emerging theories and categories found in
analysis. Emergent theories found through constaminparative analysis and coding data

informed new sampling until a saturation point was reached.

The second and third interviews were also an opportunity to share preliminary findings with
interviewees, receive feedback on their contribution and checly there happy with the
process. To allow time for analysis of data | tried to leaBengeks between interviews,
although due tgparticipans being at the enaf-life and having other prior commitments

this was not always possible. To allow for thisorducted followup interviews sooner or
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relied on fewer interviews. In these instances, | also reliedaunteerstand HCRQ
reflections.A triadic approach was adopted in whjé¢br eachparticipant, their referring
HCP, interviewingolunteer, and, where possible relevant familyandfriends were

interviewed to aim to achieve a full picture of each case study.

5.2Data collection
The data collected for analysis was opamded and includedinterviewing, observing,

recording, and analysis of nererbal canmunication and artefacts, depending upon what
seems most appropriate as the enquiry emerg@odwell, 1998, p.57he main collection
method was conducting fae®-face semistructured interviews. The use dhtensive
interviewing (Charmaz, 2006, p.25s the suggested method for collecting date0G T
Charmaz suggests this type of interviewdfgsters eliciting eacparticipantQ a
interpretation of his or her experienédp.25) This enables the interviewee to talk about
the topics of interest in a nejudgemental and exploratory proce§s.26) Using this
sensibility | opted to conduct ondo-one faceto-face interviews rather than phone,
computer mediated communication or digssion group§Opdenakker, 2006; Creswell,
2013) Faceto-face interviews allowed me to also witness any svambal communication
(Creswell, 2013, p.164Jhe decision to have fate-face rather than discussion group
interviews ensured that certain interewees could not dominate the conversatigm164)
Also due to the sensitive nature of the exploration, éneone interviews allowed the
interviewee to share thoughts anonymously. Conducting-tmtene faceto-face audio
recorded interviews drew on myxeensive experience of conducting OH interviews and

transcribing.

Data collection adhered to the process outlined by Rod{@&08)which relies on

knowledge bothitacité and dpropositionag (p.58) She suggests recording interviews with

open guides for eveloping conversatiorgisome concepts and connections grow while

others diminish.... the guide becomes more and mim&used butis never rigidly applied €

(p.124) The interviews were senstructured with around 10 questions5 A / A 002 . f 22 Y
Crabtree, 2006, p.316put openended to facilitate an empowering and participatory

experience for the interviewee and to explore relevant topics informally but in further

depth where relevant. Questions in later interviews relataedre to emerging theories and

thuschanged as the research developed. The preliminary research questions informed early
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interviews and theconversational guide sheet (Appendix Bhe decision on how many
interviews to conduct followed the suggestions of around1PinterviewgCharmaz, @14,

p.107)with each interviewee group.

In line with Rodwel{1998) ongoing journals were produced to track research progress and
assist in meaning and theory construction. A reflexive joufmadl34)was maintained as a
personal log ofunderlying assuptions about the problem, the people, the contéxt

(p.134) A methodologicgburnal (p.136)was keptfeaturingthe methods as they

unravelled, such as research questions, sampling cases, categories and analytical decisions
(p.136) Field notegp.138)were produced and updated based on reerbal and verbal

data, such as observations and interview transcripts.

Prior to later interviews, as a separate data set, | also gained consent to listen to the OH
recordings. Access was not an issue as oral histories for the service were archived and made
available for research. The OH offered a rich source of data whichdiadtgl for

understanding in the moment factors such as voice quality and orality, and
interviewer/interviewee dynamic. The OH interview data was used to provide further

context and as a source of prompt for specific questions. Field notes on the intsrvie

informed myconversational guide sheet and methodological journal.

5.3Data analysis
GThe objective of grounded theory is to develop theory from the data which is encompassed

in a core category and related categories and concefkdcCann and ClarR003, p.8)The
grounded theory approactfocuses on creating conceptual frameworks or theories through
building inductive analysis from the dat@Charmaz, 2014, p.187)he method generates
analytic rather than descriptive categories, better suitede¢egarching subjective

experience such as the OH process and the benefits and challenges for all involved. The
method involves data analysis and creation of categories whilst still in the collection phase
which can inform later data collection. The constaomparative methodGlaser, 1967)

allows for indepth analysis and the opportunity to build on findings as they arise. The
research questionsanbe thoroughly analysed with new categories developed which can
enlighten the topic and assist in constructimgovative theories. Grounded theory offers

the opportunity to research the subject without being tied to a static methodology and
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allows for data to influence the next steps in the methodology as an ongoing fluid process

(Rodwell, 1998, p.59)

| adheredto the guidelines for coding with Charm@014)as an authority. My initial coding

involveddcoding with gerundsand dine-by-line coding (p.121)of interview transcripts to

determineparticipant actions and processes. | began initial analysis asasbhad

recorded and transcribed the first interviews. Initial codes were, whilst acknowledging a

reflexive approach from my viewpoint, based in accordance with what the interviewee

stated and described. Constant comparative meth@@kser, 196 Ayvere then used to

draw comparisons between coding of transcripts and journal entries and highlight

differences and common attributes in relation to my research questions. Invivo codes were

also produced to specifisymbolic markers giarticipanti Q & LJSrSe@rfingsk y R

(Charmaz, 2014, p.134hese codes could be:
T ¢SN¥a SOSNER2YyS Wiyz2saQ (GKFEG FtF3 O2yRSyas
1 AparticipanQa Ayy2@F A0S G§SN¥Y GKFG OF LJWidz2NBa YSt
T LYAaARSNI aK2NIKFYR GSN¥Ya NRBivet SOGAY 3 I LI NI
§ Statements that crystalizearticipanQa | OG A 2 Y .1R&NI 02y OSNY &

Examples of thisiithe context of the researciere terms pertaining to legacy such as

WL 3aSR 2yQ yR WiSI@Ay3a a2YSGKAY3I 0SKAYRQ |
0 SAyYy 3 F.IisBAAIlaideSninblogywas commorin the researchinterviews with

significant meaningentralto the theme of continuationin the research. More

metaphorical or symbolic terminologysed by research intervieweeshich captured the

experience include! g KSy L Q¥o HRYBINY 2INS NEnese termdased dn a

locative perspective with the sense of aijoey in the momentwhether it be when the

participant dies or their voice is listened back to.

Initial coding informed more focused codifiy138)as immersion in the larger data set was
possible and coding became more conceptual based on emergentidisedihis backnd

forth process dictated my final analysis and conceptual categories. The analytical process
was supported by writing memdgp.162)about key analytical changes and happenings as |

moved through the process.
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Figure3: A table illustrating moving from coding to conceptual category

Quote Line-by-line Focused coding Findings Theory

coding Quirkoscategory | section

(see Section 6.21)

aL GKAY1 HLeaving Continuation Motives, Autonomy in
something about | don't something Legacy giving voice
know if it's a biologcal | behind, passing
drive we have to leave | on
a2YSUKAYy3E
Jenny, 1)
G L &adzlJL)2 & S | Dying/mortality, | Continuation, Motives, Reflection in
32y SXi{KSNEB | being Voice, Refleddn Framing giving voice
nothing left about me | remembered, mortality,
0dzi LQ@S 34 remaining
P dZRAZ2XL QY 3 Legacy
you know what | mean? (giving)
LQYclY 2Kl @Sy
F2NH2G0Sy o
Jake, 1)
. SOF dza S A { Listening, Continuation, Motives, Reflection
a2YS2ySQa ¢remembering, | Voice, Memory, | Experience,| and dignity in
kind of I don't know it | remaining, Familiarity Legacy giving voice
brings that person back comforting (listening
I £ 204G 1 dza O back)
majority of people have
said that they found it
O2YT2NI Ay 3
Holly, 1)

5.4Rigor

Standards irtrustworthiness and authenticig/(Rodwell, 1998, p.59set the quality of the
research. Trustworthiness is concerned with the final product whereas authenticity is
central to the research proce$p.59) The trustworthiness of the product was based on
having standards in credibility, transferability, depabdity and confirmabilitfLincoln,

1985) which need to be addressed. The authenticity of the process involved demonstration
of participantempowerment, with a sense shaiing authority (High, 2009; Calabria and
Bailey, 202Band an appreciation of constructions for developiedfective changé

(Rodwell, 1998, p.59)
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The criteria for reliability and validity of the study followed the guidelines of Charmaz
(2014) who suggests ensuring the research has credibility throughligity with the topic,
originality, in that it offers new insights, resonanda that it portrays the full experience,

and usefulness in how the study contributes to practical use and knowlgdg86338)

The study also adhered to methods for riganiigrounded theoryChiovitti and Piran, 2003)
which outlines eight methods to further involve research interviewees in the process and
recognise theNB a S | [pddsoestNgsimd scope of research:

(1) letparticipants guide the inquiry process

(2) check the theoretical construction generated agapeticipanti Q Y SFyAy3a 2F G

phenomenon

(3) useparticipantt Q | OldzZr £ ¢2NRa Ay (GKS (KS2NE

(4) articulate the researcher's personal views and insights about the phenomenon explored
(5) specify the dteria built into the researcher's thinking

(6) specify how and whyarticipanss in the study were selected

(7) delineate the scope of the research

(8) describe how the literature relates to each category which emerged in the theory.

Whilst the models oévaluation mentioned above have been a guide for my own self
evaluation throughout the study,return to this in thediscussior(10.8) in which | detail my

study with reference to thevaluationguidelines of Charmg2014, p.33e338)

5.5Product
Data analysis informed generation of a substantive theory which gitiesretical

interpretation or explanation of a delimited probleénCharmaz, 2014, p.344)his was
presented in a case study repqRodwell, 1998, p.6@yhich featured final findingdased
on theparticipans coeconstruction of meaning, stemming from emerging theories. The
hermeneutic circle informs the processaheaningmaking (p.82)which dictates the
results. The results were negotiated wiplarticipantownership and consultation

throughout to ensure their empowermer{p.60)
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5.6 Conducting research with participants receiving palliative care
Whilst some argue the endf-life is not a time for participation in research, there is

evidence that involvement iand-of-life reseach is valued bparticipant (GyselsEvans

and Higginso2012)and they appreciate the opportunity to contribute to help others
(Bloomeret al,, 2018) However, there are debatable ethical challenges in conducting
research with people receiving palliagi care. This research was guided by recent research
and subsequent guidance on the support of patients, families and researchers in

undertaking fieldwork with palliative patien{Sivellet al., 2015)

There is the increased possibility of people notihgwhe physical or cognitive capability to
take part and give informed consent. People may also be depressed, upset or feel
vulnerable in a hospice setting. These issues required a sensitive, thoughtful and flexible
approach from me as researcher. | hawtensive experience of conducting research
interviews with people receiving palliatied supportivecare and was supported via the
opportunity to receive ongoing debriefing and supervision. | received monthly academic
supervision, with the opportunitya receive additional supervision during the fieldwork
stages of the research. Specific safeguards for people receiving palliative care were adhered
to throughout the studyfrom recruitment to archiving datdParticipans had to be able to
read and writem English to give informecbnsentandwould be excluded if@HCP had
doubts about their physical or psychological ability to take part. A recruitment process
(detailed below), in liaison with HCPs, families aallinteers, provided the basis for

inclusion ofparticipants. Once theparticipantwas recruited, a consg form (Appendix 11)

was signed before each interview to ensure ongoing informed consent throughout the
study. The information she€Appendix 13L5)statedparticipants were free to withdraw at
any time and that taking part was voluntary and would ndeef their healthcare. They

could choose to have their data terminated without giving a reasoi this was reiterated
verbally before each interview. Due to the possibility of three interviews over a longer time
period, the physical and psychological kyi of patients was reviewed by me with HCPs

prior to later interviews to check ongoing capabilities.

Recording ait©®Hhas the possibility of invoking distressing memories and feelings for the
interviewee(Rickard, 1998and this could potentially happenithin a qualitative research

interview about theOHexperience. The information sheet outlined this potential risk for
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interviewees and noted in the event ofparticipantbecoming upset or distressed they

would be offered support from the hospice coulisey team orScialWorker. Safeguards

also needed to be recognised in terms of the credentials of myself as researcher and having
an appropriate setting for the interviewSivellet al, 2015) | have over 1§ear)

experienceof recording and archivin@Hinterviews and gaining informed consent in a
hospicesettingandhad an enhanced DBS check prior to starting the study. Interviews for

the study were conducted at a place chosen by the interviewaeh as their hospice room,

the hospiceOHroom, or their own home. | adhered to the University of Sheffield Health

and Safety lone worker guidelines and checkké23)when visiting homes and always left
contact details with a supervisor for both me and the address | was visiting. | also detailed

the interview times and contacted the supervisor once the interview was completed.

5.7Informed consent
As already mentionednformed consent is a pertinent issue when conducting research with

older or vulnerable people, particularly with those who may have diminished cognitive
capabilitiegUniversity of Sheffield, 2008Being able to maintain the autonomy of the
participantwhilst ensuring best practice in research and following views of HCPs and family
and carers can create conflicts of interdgtniversity of Sheffield, 2008As a result, there is

a need to endeavour to research best practice whilst also gaining the catigeand trust

of all involved. There were particular questions to be asked about gaining informed consent
from those with early stage or moderate dementia and there are arguments as to whether
this is viabldWarneret al,, 2008) Although there were n@articipant in the study with
dementia, | was prepared to draw on my extensive experience of working in OHinPSC and
adopt a reflexive approach to determining whethmarticipant were able to give informed
consent. | would only recruit people with the Gapty to consent. Capacity would be

assumed even if people had a diagnosis of dementia. Drawing on my experience, if there
were any doubts about capacity with reference to tental Capacity Ac005 and

whether a person with a mental impairment was aldemake specific decisions at the time

or at a later date, | would liaise with relevadCPgor advice and assessment. If a person

was assessed as not having capacity, then they would not be recruited. If someone was
deemed to have lost capacity in aléw-up interview, they would be withdrawn, bytwith

permissiondata gathered up to that point may be used.
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5.8Research witparticipantsin bereavement
Although this did not happen due to a lack of recruiting family and friends, plans were in

place for if an interviewee became bereaved during the interview pro¢ksg would only

be interviewed again if they expressed a wish to continue, otherwise | would wait a
minimum of four months before contacting them as recommended in a national UKysurv
of bereaved peopléVOICES, 2019)have extensive experience of liaising with and gaining
feedback from bereaved family @Hparticipants, both informally, and for research

purposes.

5.9 Ethical implications
This study involved interviewing vulnetatadults including older people, classed as aged

over 60(University of Sheffield, 2008)eople in health and social care, and potentially their
family, friendsand carers. Vulnerable people are those classed as hewang and support
needg (NHS, 2017p.4) In reference to this as a researcher with unsupervised contact with
vulnerable people | undertook an enhanced DBS check. For some vulnerable people asking
guestions about their life context may invoke painful memories or distfgssversity of
Shdfield, 2008)to counter this | ensured there was emotional support available from the
hospiceSocialWorker or counselling team. Research on the risks of upsetting
patients/carers when research interviewing in a palliative care environrf@ysels

Shipma and Higginsom2008)found researchers should act with caution in asking questions
about the patient or carers future, and care should be taken when asking for signed
consent:cbeing physically unable to sign was experienced as upset(ind.) As

referenced at the start othapter6, my research required and achieved a favourable

opinion from theNHS Social Care Research Ethics Comntitpeoceed.

5.10Potential burden oparticipants
To ensure that potentigbarticipans were recruited in their own time, a stdyy-step

recruitment process was followed (s&cruitment, 6.3) in which they received the
information sheet from a thirgbarty (either the Service User Coordinatoy@unteeror
HCP)Participants would only be recruited once they had read the information slaeet

had agreed for me to contact them directly. On averagerviews lasted 3@15 minutes
each, if the interviewee wished to take a break due to tiredness it could be resumed at a

later date. All interviews were transcribed by me, and the key topicewercussed with
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the participantin later interviews. Multiple interviews could be a time burden for research
interviewees, especiallyarticipans and HCPsIhe design of the study was not rigid to

always having three interviews with eartterviewee although it was desired when

possible. | have extensive experience of qualitative interviewing with palliative care patients
and liaising withvolunteers, families and HCPs in a hospice setting. A flexible approach to
interview schedules andneawareness gbarticipantfatigue was adhered to throughout the

study.

5.11Confidentiality
| followed ethical guidelines in how | recruited and involved interviewees in the research

and all interviews were kept confidential. The information shiggiperdix 1315) stressed

they were able to withdraw from the interview process at any time and could choose not to
answer questions which they found upsetting or awkward. Building on the OH sengsibility
they could also have the option to speak for as long ay thanted during the interview

and to stipulate what was included in the final interview by way of the consent form
(Appendix 11). | utilised my knowledge as an experienced oral historian in palliative and
supportive care to recognise the sensitivitiesalved andtry to ensure interviewees found

it a valuable and considerate experience. Where necessary | would liaise closely with HCPs
andvolunteers to ensure interviewees were treated with respemtd that taking part in the
study did not have a negativmpact on their care and time at the hospice. It was envisaged
that bereaved relatives of Opfrticipants could also be interviewedlthough this did not
occur. This would only have been with those who felt ready for the experiétit®ugh

this may ofen not be for months after a deathesearch suggests bereaved relatives may
prefer to be interviewed in the first few weeks of bereavemédéntley and O'Connor,

2015)

5.12Conflicts of interest
| have extensive experience of OHINPSC, having coordinat®#iproject in palliative and

supportive care from 2002017. During this perigaver 280 project interviews were

recorded with patients. The academic supervisors also have experieidanidlife story

work in palliative and supportive care. Dr Michelle Winslow is the lead cDthiePSC

Services projectand oversees several other OHINPSC projects in the UK. Dr Jane McKeown

has worked extensively in using life story work with people with datilmae The hospice site
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for the research providéan OHservice which the researcheras not directly involved in

so there wereewerissues of ovefamiliarity.

5.13Conceptual and methodological statement
My literature review highlighted the limited amount of research, evidence based or

otherwise, around OHINPSC and the need for further inquiry into this expandingC(&da.

which to my knowledge has only been used in one study in this(&@aindranayagam

Dilley and Bastin@011) offers a comprehensive method for collecting, analysing and
interpreting the experiences of participation in OHIinPSC. This study, which aimed to include
participans, familyandfriends,volunteerinterviewers and HCPs, was gue in being based

in a hospice setting and recruiting all parties directly involved in the process. It builds on
earlier research around the Sheffield mo@@linslow and Smith, 2(B), which used semi
structured interviewing, by also including follawp interviews and analysis of emerging
theories. The resulting research aims to address some of the current gaps in understanding
about the experience of OHINPSC surrounding motivations, meanaiing,

interrelationships and legacy. It will provide a uniquettibution towards future policy and
practice for similar services in health and social care, and for the OH discipline in recognising
the ethical implications of recording interviews with people in palliative and supportive care

and understanding how OHecordings are received in bereavement.

5.14Scientific justification
There is a dearth of evidence and material relating to OHInPSC and a need for further

research within several areas includipgrticipantmotivations, therapeutic benefit,
interrelationdhips and legacy reuse. The emergenc®#finitiatives in the UK, USA,
Australia and New Zealand suggests provision is growing but there is little evidence upon
which to base the development of OHINPSC. There is a need for further understanding of
the OHIlPSC experience. What deasd canthe experience entail? How do those involved
benefit and what are the ethical concerns which require further thought? The impact of
having a voice recording of a loved one in bereavement has thus far received litéealese
and there is scant literature which examines the contenDéfinterviews in palliative and
supportive care. This study contributes further understanding about the experience of
OHInPSC and explores the full process from initial motivations to iatemxperience to

listening to the recording in bereavement, research and teaching. This study is
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interpretative, in whichparticipants can express their temporal experience of the service
over three semstructured interviews. Emerging concepts and theswgll then inform a
working document of recommendations which will be shared with experts in the field.
Recommendations decided will inform future policy and procedures for services. The study
provides training for me as the student researcher in utigjgime grounded theory
gualitativemethodologyandbuilds my experience of conducting sestiuctured

interviews.

5.15 Chapter summary
In this chapter | have outlined my research design and the methods and deawergthical

implications involved in this study. | draw on the methods used for data sampling, collection
and analysis based on CGT and specific to this study. | discuss how | will use rigor in ongoing
evaluation of the research and delineate a final prodin the CGT and accompanying
recommendations. | discuss the practicalities and best practice in conducting research in a
palliative and supportive care settingnd how | have the relevant experience and

knowledge, along with declaring any possible tiot¥ of interest. Finally, | give the

conceptual and scientific justification for undertaking the research. In the next chapter | set
out the methods and procedures carried out for the reseafadm being granted ethics
approval, to producing study doclentation, recruitment and decisions and reflections on
data sampling, collection, and detailed analysis. | include relevant information about the
study and the research interviewe@svolvement andeflect on my skills and application as

a researcher andhterviewer.
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6. Methods

In this chaptel explain my methosland how the relevant documentation was agreed on in
conjunction with Patient and Public Involvement and through ethics review. | detail the
methods | used to carry out 6hCGRpproach which inMwed caeconstruction of data via
conducting, transcribing and analysing Semi structured interviews with each research
interviewee, keeping reflexive and methodologigailrnalsand producing field notes and
memos based on emerging conceptyd theories | focus on the datanalysis process
involving usingoding, and creating key categoriesQuirkos softwargsee Section 6.2])
which informed the basic social process of the final CGT. Finally, | reflect on the quality of

the research, ethical issues@untered and the overall research process experience.

6.1 Ethics approval
Due to the research taking part in a hospice with the possibility that it may include people

whose mental capacity was declining, it was required for me to apply for the research to be
assessed by the NHS Social Care Research Ethics Committee, bothdayi@ppind in

person as a presentation. A favourable ethical opinion for the research was granted by the
NHS Social Care Research Ethics Committee or'th@&:h, 2019. Further to this, ethical
permission was sought from the research department andtheate governance at the
hospice, and the Service User Coordinator granted permission for me to access and recruit

people involved in the service, observe the process and access the corresponding archive.

6.2Researchiocumentation
As part of the ethicsgplication, | included all the research documentation | planned to use:

Conversational guide she@Appendix8)

Mini questionnairg(Appendix 10)

Participantconsent fom (AppendixL1)

General information sheet (For GPs/consultants) (Appeh#jx
Participaton information sheet (for patientfAppendix13)

Participation information sheet (for volunteers and HCPs) (App€liit)ix

= =/ =/ =2 A4 4 -

Participation information sheet (for family)(Appendi%)
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These were checkedirst by my supervisors, then to ensure Patient andIRuhvolvement
they were checked by members of the North Trent Cancer Research Network Consumer
Research Panel. Their feedback was invaluable in developingattieipantinformation
sheets, consent form, conversational guide sheet and lay summary.stigggsted the

following:

1 Correcting wording for a lay audience, for instance not using or explaining words like
Wa SYUANDZO G dZNBRQX Wljdzt t AGFGABSQ YR WNBRIF O,
T ' RRAY3 | 0O2dzL) S 2F ljdzSadAazya (G2 GKS 02y @S
Wl @S e2dz t AA0SYSR (2 GKS NBO2NRAYy3IK ! yR
1 On the lay summary add hoparticipants and their relatives will be informed of the

results

Following this useful feedbackwas then able to update the documentation and submit it
along with my proposal to the Social Care REGhe information sheets and consent forms
for the study also adopted appropriate font sizes and vocabulary for research interviewees

as suggestedybthe Universityof Sheffield2008)

6.3Recruitment
All interviewees were selected due to being connected to the hospldservice. To ensure

credibility the process for recruitment of interviewees involved the following steps:

1. Potential interviewees ere identified in liaison with the Service User Coordinator

2. An information sheet outlining the research was given to the potential interviewee
by a thirdparty (Service User Coordinator, serwodunteer, HCP).

3. Once the potential interviewee had realdd information they could decide if they
were happy for the researcher to contact them.

4. If they chose to proceed the Service User Coordinator contacted the researcher to
make available their contact detalils.

5. The researcher would then visit the potentiaterviewee to provide more verbal
information and ensure they understood the study and implications of their
involvement. They would be offered some time to further consider if they wished,

before arranging the interview.
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6. Assuming they wanted to procegan interview was arranged and the recruitment
process was complete.

7. Immediately before the interviewhe interviewee would be asked to sign a consent
form and give any stipulations for their contribution to be used for research. It was
reiterated, both verbally and on the information sheghat they could withdraw
from the research process at any time.

8. Any followup interviews required further consent forms.

Potential interviewees were given as long as they needed to decide whether to take part.
This vas ideally 1 or 2 dayanless they expressed a wish to proceed sooner or wanted
more time to decide. Once a potential interviewee had agreed to take patate, time and
place was agreed which worked for them. This could be in the hospice, nursinganame

their home. Locations used were:

The hospic®Hroom

The day centre brea&ff room

A hospice inpatients private room
The hospice research room

Interviewees homes

= =2 =2 =/ A4

A nursing home private room

Precautions were taken to ensure that all locations inmsg were conducted in were

confidential settings.

6.4 Study background
This study took place in a hospice which had an existing OH service for patidiizd

been running since 2011 with over 400 interviews recorded. The hospice had a day care
centre whch offered respite for people with terminal ilinessd users had relatively good
functional and cognitive capacity for a palliative care environment. The hospice also had a

large activevolunteerteam.

The fieldwork lasted from June 2019 to March 2020, during which time | conducted 32 semi
structured interviews, investigating and evaluating the experiences of all involved. | spent

approximately 95 days on the field work involving arranging and conduciiegiews,
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transcribing and coding, maintaining methodological and reflejiuenalsand writing
corresponding memos. | constructed a conversational guide sheet (Appendndd)
conducted preliminary and followp openended interviews with all partie® find out how
they drew meaning from their experiences and to ascertain their views on the process, its
benefits and challengeand the final legacy outcome. | analysed the interviews and notes
using grounded theorgonstant comparative methodsnd wrde corresponding memos. As
new categories arose¢hese informed (where relevant) followp interviews to ascertain a
deeper understanding of emerging theories. Where relevant | also drepaditipansQ
archived oral histories to further explore theme&elPhD schedule is included (Appendix
9).

6.5 Data collection
With each interviewegone to three semstructured interviews were conducted to follow

the process from motivations to interviewo reflections afterwardsand to explore

emerging theories from earlier research interviews. The interviews had no specified,length
allowing intaviewees to dictate the pace and finish. However, in preliminary interviews,
once all questions have been answered and topics exhausted, the interview finished.
Interviews lasted between 160 minutes and were fully transcribed. If an interviewee was
unabk or did not wish to complete the full cycle, or in the second interview it was felt that
all topics had been exhausted, the interviewing would cease. All consented data was kept
unless theparticipantrequested its withdrawalEmerging concepts were shargiith
interviewees in later interviews. The before and after multiple interview approach enabled
understanding of the temporal meaning for interviewees as they were involved i@khe
recording process, and the opportunity to construct associated con@mtsheories. The
three interviews happened within an eight week or longer time frame to allow for a

reflexive approach to the study and time for transcribing interviews.

6.6 Reflections on data collection
My data collection strategy worked in as much &sas able to recruit enough people and

conduct interviews to collect relevant data to reach a saturation point and be in abundance
of ideas for my findinggnd to discover emerging theories. However, some aspects of the
original strategy and the ongoirdata collection were not possible. In the recruitment

stage, with theService Use@oordinator | was able to recrugarticipans who had their
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own OH produced in various settings such as inpatients, the day centre and in the
community. | was also able et a good crossection ofparticipantss in terms of age and
gender. Despite our best efforts unfortunately there werepeoticipants from other

cultural backgrounds apart from white British. This was endemic of the hospice setting
which largely caterefbr white British people. It could have been interesting to see how and
if aparticipantwith a different cultural or religious background differed in experiencing the
service and particularly if they viewed legacy in a different way. This was equaduen i

with volunteers and HCPs who were all white British people.

The recruitment worked well in that for eagtarticipantl was able to interview their
volunteerinterviewer and, in most cases, their referring HCP. However, | found it not
possible to recrit family andfriends ofparticipants, apart froma friend ofthe participant
Sarah. This was largely due to not having, anyery little, contact with familyandfriends
through the serviceand when | did, they were already very busy with caring amgasriing
for the participant TheCoordinator as my first port of call for recruitment also had little to
no contact withparticipanstIamily andfriends so as a result | realised early on this would
be a hard endeavour. Another factor waarticipants becoming ill or dying during the
research process. Two of tiparticipans | was only able to interview once due to them
dying shortly afterwards. One of étparticipants | was only able to interview twice due to

him becoming too ill.

6.7 Adopting separation in my reflexive stance
A challenge for me in reflecting on these data was to try and make sure | was representing

what the research interviewees had disssed with me and not bringing in my own bias
based on my past experiences of OHINPSC. There was the risk as | explored emerging
theories that | would subconsciously draw on past experiences to aid my findings. Whilst
this was inevitabland, in some instncesuseful, keeping an awareness of the data | had
collected and checking my theories against it continuously meant | was able to keep it

rooted in the research data and not my preconceived ideas and experiences.

6.8 Inclusionéxclusioncriteria
Due tolimited funding attached to this doctoral study | was unable to fund translation

requirements. As a result, patients without a good level of spoken English were excluded.
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In the scenario of participantlosingcapacity they would be withdrawn from thetsdy,

but any data which had consent to be used would be retained unlesgatieipantor

family requested its termination. However, there were no instances of either an interviewee
not having a good level of spoken English or of someone living lograapacity to take

part.

6.8.1Inclusion criteria
People in palliative and supportive care involved in producin@ldn

People who are deemed to have the mental and physical capacity to participate.
English language only.
Adult (over 18) population.

6.8.2Exclusion criteria
People who are deemed under tiMental CapacityAct 2005unable to be interviewed or

give informed consent.
People who for physical, psychological, or linguistic reasons are unable to participate.
People under 18 years old

6.9Sample
Due to the nature oCGTthe number of interviews and exploratory research was governed

by either the timeframe of the study or a sense of reaching theoretical saturation point. |
focussed on interviewing those with direct experience of theseex. In tota) 22 people (13
females/ nine males) were interviewed. These comprised giaiticipant, nine

volunteers, six HCPs and one family/friend qdaticipant Attempts were made to

interview more people who were famigndfriends of OHparticipants but only one person
was found who was interested in taking part in the research. | conducted 32 interviews in

total: 14 people were interviewed once, six people twice and two people three times.

The demographic questionnaire which all research wieavees completed asked them
their age, gender and to describe their ethnicity and religious beliefs. All the research
interviewees were white British people. Despite efforts to try and include others,

unfortunately there were no interviewees availablerimather ethnic backgrounds. This
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was also probably symptomatic of the setting of the hospice and the service in an affluent,
middle classand largely white British part of a city in the north of EnglaPatticipant

Sarah, who was also the oldest reseairtierviewee at 93preferred to identify as English
rather than British. In terms of religious beliefs, seven identified as Christians, five as
atheists and one as a Buddhibline of the research interviewees identified as Other, of
which four were Chuitt of England, two did not specify, one noted they were-non

practicing, one as agnostic and one as a humanist.

6.9.1 Participant sample
For the study siparticipants were interviewed, four men and two women, ranging in age

from 42 to 93. Their median ageas 67.5and they included the youngest and oldest
research interviewees in the study. The f@articipans aged over 60 identified themselves
as Christiangor Other¢ Church of England, whereas the two youngest interviewees aged 50
and 42, both identied themselves as either atheist or npnactising religious. This could

reflect a change in societal attitudes to religion post 1960.

Only twoparticipans, Sarah and James, were able to do all three research interviews to
reflect their thoughts before and after recording th€x and then after listening to their

OH recording/sParticipantlake became increasingly unavailable and had a low mood
choosingo stay in his bed without visitors, although several attempts were made to record
a third research interview with him. Whenever contacted he would ask me to try again in a
few weekslime. On speaking to nursing home stdfis condition did not improve.
ParticipantHeather was also due to record a third research interview but became unwell.
She wanted to listen to hedHfirst, however due to the fact that she wanted to fix her
computer first (an offer of a CD player, made by both hospice staff and imysel refused)
she was unable to find the time. Plans were still being made for a final research interview
when the Covid pandemic starteBarticipantRalph was due to record another research
interview but unfortunately deteriorated very quickly and dishortly before the interview.
ParticipantTim died shortly after recording both his first research interview and theQik$t
interview. The fact that twoparticipans died during the research procebsy R 2y S Qa
significantly declined, was perhapevitable when conducting grounded theory research
with people at theend-of-life. In my previous roles in OHinR8Ts would often happen in

between prospectivdOHinterviews with patients. This was also reflected anecdotally by
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both the Service Usera@rdinator, volunteerinterviewers and HCPag discussed in the

Experiencesection 8.2.

The grounded theory approach of being to record interviews throughout the pragess

before aparticipanQa h 1 I & 2 2y, and Fgaitatel tiefth&diidendutb the
recordings; was also not always possible. For one interviewee | was only able to get there
after they had recorded their first interview. In addition, | wet always able to interview

them immediately after the OH interviews due to time andampational constraints. Not

all interviewees had listened to their oral histories, which meant | nedisable to gauge all

their full feedback. However, | was able to collect useful reviews on the overall process and,
alongside the recollections of thelunteers, HCPs and from listening to the oral histories
myself and the corresponding notes, reflexargd methodologicgburnal entries, | was still

able to build a better understanding of the people and processes involved.

6.9.2 Volunteesample
Thevolunteers interviewed comprised of on@ordinator, six interviewers and two audio

editors.Allthe volunteers were female apart from one of the interviewers and both audio
editors who were maleTheir age ranged from 45 (for ti@ordinator) to 71 with anedian
age of 58. The median age minus tBaordinator was 65. The median age of the
interviewers was 65.5 and the median age of audio editors wak@&rms of religious
beliefs, twovolunteers identified as Christians, two as atheists (including@herdinator),
one as a Buddhist and three as Other, including one interviewer who added she was a

Humanist.

The audio editors an@oordinator were only interviewed once whereas four of the
Interviewers were interviewed twice. This was to gauge their thosidpetfore and after
interviewing and meetin@articipans. Interviewer Lucy did not manage to interview a
participantdue to theparticipantdying before the OH intervievgo was only interviewed
once, and interviewer Jack was unavailable to be interviewsdcond time for the
research. Interviewer June was responsible for interviewingpgeauticipants, Jake, and
JamesThe audio editors, who were responsible for editing recordihgs no direct links to
the participant, although audio editor Richard rerkad on the interview oparticipant

Jake.
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6.9.3 HCRample
The HCPs interviewed congidiof two nurses (Staff Nurse and Junior Sister), both based in

the day centre, an Assistant Practitioner based in the community working in residential care

and nursng homes, twdChaplains (Specialist Palliative Care and Senior) and a Bereavement
Counsellor, who all worked regularly at the hospice and often with people ok #id.J- G A Sy & Q3
wards.As with thevolunteers, the HCPs roles were very gender bas#dhe nusing staff

and the Bereavement Counsellor were female, and lidthplains male. The nursing staff

were also close together in age, with only a fjgar age difference, whereas ti@ghaplains

had an 18year age differencelhe median age of the HCPs wasb5The median age of the

nurses and Assistant Practitioner was 53d the median age of théhaplains and

Bereavement Counsellor was 51l terms of religious beliefs, four of the HCPs identified

as Christian or Othey Church of England, one of tiieirses as an atheisand the

Bereavement Counsellor as agnostic.

All the HCPs were responsible for referring at least ©Orknterviewee for the study, with

the exceptions of the Senior Chaplain and Bereavement Counsellor. | chose to interview the
Senior Chaplain due to his extensive experience of referring people and working alongside
the OHservice, and the Bereavement Coulgedue to there being a lack of knowledge of

how the oral histories were received by bereaved family and friends. Both HCPs gave

invaluable contributions on how interviews were reused and listened to by the bereaved.

6.9.4 Familpndfriendssample
| was unable to recruit any family members, but | was able to recruit one friend, Chyiatine

friend of participant{ I NI KX ¢K2 gt a 6tfS (2 FSSRol Ol 2y

what the service had meant fdioth.

6.10 Personal data storage
All interviews were recorded using an encrypted high quality digital Marantz recorder to

ensure security and that voices were audible. They were immediately transferred and
backed up as audio wav files on my University of Sheffield cloud storage, set up by the
Uniwersity of Sheffield Medical IT team to ensure security and confidentiality. All data,
including corresponding datavas stored in the cloud and password protected in
accordance with the recommendations of the Corporate Information and Computing

ServicegUniversity of Sheffield, 2018b)
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Beyond checking data witharticipants and sharing connected ideas with my supervisors, |
was the only person with access to the d&®arsonal contact details were kept for

arranging interviews with interviewees and for skmg thank you letters for their

participation. All contact details were secured on a passwwoatected university laptop
computer, and dedicated university storage accessible only by me. All transcribed interviews
and corresponding quotations were anoniged, and each interview was assigned a
chronological ID number and organised and inputted imdcacel database. Each

interviewee was given a pseudonym name to assist in making the findings more accessible
and relatable. The corresponding pseudonyms aaohbers were the main reference for

the data. All manual filesuch as consent forms and transcripitgere kept in a locked

cupboard at Sykes House, University of Sheffibdensure confidentiality of personal data

all transcripts of interviews were signed an ID number. The ID number and corresponding
pseudonym were then used for all subsequent analysis and coding to protect interviewees
identities. The study adhered to GDPR and any mention of a third person or establishment
by name in an interview waredacted to ensure applianc@l/ith signed consenthe

academic supervisorend lhad access to interviewees names and addresses. The research

team did not access medical records of interviewees.

The anonymised transcripts will be deposited in the Ursitgs Online Research Data
repository (ORDA) with limited access by request for University of Sheffield staff and
students Interviewees who expressed an interest (on the consent form) in reading more
about the study outcome will receive a final summangaf desired the full report or

connected publications.

6.11Prior experience of interviewin@H v semstructured interviewing
As already mentioned have extensive experience of conducting opended OH interviews

with peopleandof conducting some senrsitructured interviews in previous research
projects. However, most of my experience was from conducting OH intervaaaswhilst
many of the skills | haih this area were transferrable to sessiructured interviewing on

this study, there were some key differences | had to be aware of and change. Using a
conversational guide sheet with prescribed questions was central tovthisieasno
guestions beyond mmpts are set in most OHINPSC interviews. This meant | was keen to

keep to the scripted questions more and felt more uncomfortable in straying from them.
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Other factors were that when recording OHInPSC | have learnt to be meticulous in the audio
recordingand introductions and guiding the listener through the interviand | found

myself still doing this with the research interviews, despite it not matteasiguch about

the audio quality or making the signposts of the interview starting, pausing andgal

OH interviews thesé&actorsare useful for listenershowever, with the research interviews

was the only person listening baakentranscribing the interview. Also, as an OHINPSC
interviewer, | am always keen to keep my own opinions and thosgiitthe recordings,
especially when they are legacy recordings for family. In CGT interviews howexss
sometimes useful for me to be sharing thoughts and thinking aloud with the interviewee to
co-construct ideas and discuss emerging theories. Timenconalities and contrast between

both styles of interviewing sometimes needed unpicking. One question | found useful to ask
in the research interviews which | also always asRHA Yy § SNIDA Sga Aa aAa GKS
@2dz ¢g2dzZf R f A1 S siiod | agkraBthe &nd of knferdiewasit erfablep theS
interviewee to pick up on anything they feel has been left out and to have a final think

about what they want to say. It feels a good question for ensuring some autonomy for the

interviewee and can soetimes provide interesting data or stories.

Sometimesonce | switch off the recorder and end the official OH interyigne interviewee
will come out with a profound story anemory,and | will ask them if they would like me to
record it and turn the reorder back on. This happened a couple of times with the research
interviews with two of the participants who said something very interesting for the
research as soon as we had ended the interview. | was unsure ethically in this situation if |
should do he sameandsee if they minded me turning the recorder back on for them to say
it again to be part of the research interview. There was the risk that they might not really
want to say it on the recording, which is why they chose to say after, but woude agrout

of politeness. However, in both situations | felt that it was because the thought had only
come to them after the interview, or they perhaps did not deem their comment that
important anyway. As it was it had been made clear to them that | woelld/iting a

reflexive and methodologicgurnalsas well so there was nothing to stop me making a

note of any conversations outside of the interview anyway.
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6.12 Prior knowledge of research interviewees
| had no prior knowledge of any of the @HlIrticipants, butl knewsome of the HCHsom

my previous work itOHinPS@here they had also workedlhad also previously conducted

an OH interview with the mother of one of the HCPs. As a result, these research interviews
were unavoidably shaped by our prior knowledge of each o#mel this was encountered in
what they chose to talk about, either in mentioning the OHinPSC service | had worked on or
Ay GKS AyaidlyOS 2F GKS 1/t ¢gK2asS Y2GKSNI L
experience of being OH interviewed by me. For these HB8&® was arguably a more

positivist approach to their interviews in that we had already established good working
relationships. However, | knew none of them well enough for dlter our interviews

further in terms of what was talked about.

| also had prior contact with some dfe volunteers, primarily from training which | had
delivered or taken part iralthough this arguably did not interfere with the research
interviews as the training had occurred several years previously and | had only met them
briefly. However, one voluntr | had conducted an OH interview with previously as part of
an educational project at Sheffield Teaching Hospitals. As discussed in my fititBrigst

she had been an interviewer and interviewee was useful in achieving a more rounded view
of OH. The &vice User Coordinator is the one research interviewee | knew reasonably well
as we had worked together previously in OHInPSC. Whilst she was able to give me an in
depth overview of the service and her experience of OHINPSC in the first and our only
reseach interview, she was not interviewed about any of the corresponding triadic case
studies or participantsand thus did not impact on the findings of others beyond her original

thoughts.

6.13 Interviewees comprehending the project
Another commonality betwen OH interviewing and the research interviewing was that

often interviewees would not fully understand what was being asked of them even though |
would read through the information sheet with them to try and make sure they did prior to
starting. This waparticularly an issue witparticipans who had their own iliness and other
worries to attend with. Amongst thparticipants, three seemed to slip into their oral

histories frequently as | was recording research interviews with treesnif they were unsar

of the boundary between the research and the service. Perhaps they saw it as an
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opportunity to road test thé stories or they got confused between both interview
scenarios. In some ways them recalling aspects of their oral histories was interesting from
research perspectivend | found myself pondering on whether there were subconscious
meanings within their stories which assisted me in understanding their identities and

thoughts about the OH process in more detail.

6.14Reflexivgournal
| used my reflexiv@purnalas a predominantly private meats express my thoughts about

how interviewing and subsequent transcribing and theorising had been shaped. When
arranging and conducting interviews | used it to write about my initial thoughts and
observationssuch as conversations with research interviewees, getting to and from
interviews, the interrelationships developed with research interviewees and those around
them who were not interviewed but played a role such as family, carers and other HCPs who
| didnot interview.Thejournalwas a useful way for me to express my feelings based on the
observations | madeand to assess my own practice in terms of developing my interpersonal
and interviewing skills. Instances included hoanid others were feeling orcertain days in

terms of tiredness or other factorsuch as what was happening outside of the remit of the
study, whether it be the weatheror the ramifications and polarities of the Brexit debate

which | felt was sometimes apparent during the studianv people related.

As | started transcribing, thjeurnalgave me a means to chart how my perception of the
interview changed. Once | listened back in detail and heard sections repeated new meanings
came to mind in whatvas saicand how research intergivees talked. Certain phrases
signalled different interpretations as | listened agauhich in turn helped me with
developing new categories and developing my theory as | found new meaning in what
someone was saying. This was particularly the case whepl@@sed metaphors or talked
in a more storied or abstract way. Sometimes something said waidirst, seemed not
relevant became a new area of interest which could help me rethink a category. For
instance, the way a participant talked in an abstnaety about a painting on their wall of a
path to the sealed to a new way of me understanding their views on the-eftife and
legacy. Similarly, with another participant who talked about as a youngster enjoying the
lucky dip bag in their local shpledto me interpreting it as a metaphor for their reflections

on life.
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On a more practical levghe journalalso included entries on professional boundaries

within visiting interviewees homes. For one older participant | was aware that there were
issues \th their front door lock being broken and they were having trouble with mould in

the kitchen which they wanted to show me. To what extent | should help became an ethical
dilemma. | felt uneasy on leaving them knowing that their front door wasecked,and

anyone could walk in and that they had no one else visiting until the next day, despite being

assured by the interviewee that it was fine.

6.14Methodologicajournal
My methodologicajournalwas particularly useful for noting practical and etdichallenges

with recruitment, interviewing and subsequent transcribing and coding. An ethical dilemma
| faced in terms of recruitment was in how contact details were passed to me for potential
interviewees. Ideally this would have been word of mouthrrthe Coordinator, volunteer

or HCPRalthough sometimes contact details were sent by envalilich | was awareould be

at odds with my ethics application.

When interviewing it became clear that my ppéanned questions were not all ideal for the
first interview with intervieweesas some referred to the experience and outcome of the
interview and some were negpecific as to their timing. Deciding on which questions to ask
in the first interview became an important point to keep consistency with other
interviewee<gkarly interviews. Added to thig was not always clear to what extent | should
ask other supplement questions. Some interviewees gave short answers to the pre
prepared questions and there was sometimes the feeling | needed to get a longefiémter
from them and the risk of asking too many extra questions which were not needed. Other
times, an extra question asked in one intervigsuch as asking them what their career was

(in the case ofolunteers andparticipants), might yield an interesting answer relevant to

the researchbut then on asking other interviewees the same question it could come across
as not important and be irrelevant to the research. Sometimes it did not feel appropriate to
ask further questions l&this. Another instance was in asking about family mempbers
particularly in relation to whether they had spoken about them in their OH or planned to
give them a copy. Whilst interesting to the research, these sorts of questions could become

interrogativeor be too personal to enquire further about.
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Another issue was wheparticipants were visibly ill, tired or upset during their interviews
knowing when to stop or to let them have a bre&ke participanthad issues coughing,
breathing and swallowing watealuring their interviewsand hence the interviews were
relatively shortinvolving several short breaks. Whilst | made it clear they were able to stop
whenever they wantegdthey were keen to continuéut | was aware that this could have

been from politeiess rather than a desire to assist or take part in the study.

The transcribing presented methodological challenges in what | chose to include in terms of
repetitions, ums and errs and silences. Whilst | followeasfessionabuidelinesas explained

in the transcription section below, there were still subjective decisions to be made in terms
of what was important to identify in these verbal fillers and ngrbal momentsl| discuss

the different interpretations of silence within an oral history cont@xmore detailin

Section 10.4p.201).

6.15Field notes
| created short field notes about the research interviews covering the main topics talked

about and any contributing factors such as the setting and how the conversation shaped the
interviews. | als@reated field notes when listening back to tharticipant oral histories as
discussed in the section belowhe field notes were a quick way for me to revisit and recap

on some of the core elements of both the research and OH interviews.

6.16 Memos
Writing memos was a way to distil my thoughts and theories as they arose in research

interviews and during the coding and constant comparative analysis. They were a way for
me to write down and collect gy and research interviewe€dhoughts on potential
categories, to assist in developing overarching theofBmeral topics such as illness,
narrating, formatting, service models and continuation became more nuanced as | worked
through the process and later memos centred on framirgtadity, validating a narrative,
existential suffering and digital life spafthe memos enabled me to then conduct more
focused coding withilQuirkos(see Section 6.21and to start to assess what the key
concepts were from the study. Some categoriesamee less importantand others more
pertinent, as | revisited my coding and developed a stronger understanding of the overall

basic social process which led to my grounded theory.
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In the later research interviews, | was able to discuss some of the fartmusad

motivations, experience and legacy in more detail with research intervievegeisthese
developed categories informed who | would interview later in the procassh as the
Bereavement Counsellor and Chaplain regarding legacy and reuse, anduplioterviews
with participants and volunteers who had raised poignant points regarding key concepts in
earlier interviews. Writing memos throughout the data collection and analysis was an

essential way for me to develop my ideas and theories.

6.17Listening to the oral histories
This was a study to evaluate and better understand the experience of taking part in

OHinPS@nvolving semstructured interviews with all involved parties and not a study to
examine in detail the actual oral histories audiowdwer, later in the research process
after conducting the first two interviews witharticipans, it was useful for me to listen to
their corresponding OH interviews to see how they tallied with their motives and
experiencesandprior to asking them howhey found listening to the oral histories to give
context. | found this to be a useful exercise which made me reconsider some of the
thoughts and assumptions which research interviewees and | had discussed in the research
interviews. By looking tdepth & certain motives and shared experiences there cdda
tendencyfor meto over emote situations and read into comments too much, the oral
histories presented a more stable account in some cases. They also gave me a clearer
understanding of the&o-construction and interviewing styleand | was able to make notes
on whether the interviews had been introduced and ended well by the intervieavet
whether the CDs metadata wéabelledcorrectly, which could help with future training

exercises.

The merits and limitations of the reuse of oral history archives both as a pristamce and
for secondary reanalysisas been discusseth academic literatur¢Bornat et al. 2003,

2012 Gallwey, 2018 Theyarguethat when revisiting oral historiegey opics can béound
to be amisswhilst othertopicstake on new meaningjue to changes itemporal and
ethical dimensionsWhilst this study does not includie-depth research in listening back to
the oral histories| domentionthe issuesegarding thedck of cataloguing information and
missing formatting metadata of interviewsee Section 8.3.5.1, p.178Hallweyalso

encountered this whemccessing several archives including the Millennium Memory Bank
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archive(2013) | discuss the lack of summaries in this study project archive and their
importance(seeSection 8.5.2p.153) The significance of comprehensive summaries is also
flagged by Gallwey (2013, p.42).

6.18Transcribing
| transcribed all the interviews myself ugia transcription pedal and the free Express Scribe

software. | also followed the British Library transcription guidelii2@23, p3849)for the
presentation of documents in Microsoft Word. For instajicging italics for my voice and

plain text for the nterviewees, recommended spacing of 1.5 and commas to denote small
LJ dzaSazx GKNBS R2dGaX F2NJ f2y3ISNJ LI dzaSa | yR
a word | was unsure of this was denoted by [sp.] or [ph] for a phonetic approximation of a
spelling.When it was not possible to make out what someone shid was denoted as

[incomp] for incomprehensible. This is how | have transcribed oral histories in the past in my
work, so | was comfortable with this process and following the guidelines assisted m

being able to read the transcripts.

Due to the constructive grounded theory approach necessitating that | analyse data
throughout the study proces$ would transcribe interviews immediately or as soon as
possible after completion of an interview &dlow me to then start coding prior to
consequentnterviews, particularly if with the same interviewee, in order that | could
summarise with them what they talked about in the last interview. This continuous analysis
also enabled me to reflect on possiltleemes and new questions for the next interviews.
Transcribing myself rather than paying someone else to do it meant | had the opportunity to
listen in detail to the interviews at the first instance. Spending time and giving repetition as |
listened to tkeir voice sentence by sentence, | was able taéhim on how they sounded and
thus how they felt in that moment which gave me clues and ideas which | missed in the

original moment of the interview.

6.19Lineby-line coding
Once transcribed! went througheach interview transcript and started using kbgline

coding (Charmaz, 2006). This involved identifying gerunds (words ending)ito explain
actions and processes which appeared from the surface text to explore the meanings of
what was said by the interviewee&n example of my linby-line coding can be viewed in

the Appendices (Appendix 1@®)uring this coding | also referred tay reflexive and
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methodologicajournals and field notes to develop further understanding and ideas about
the actions and processat play within the interviewee dialogue. Once hbgline coding

was completed within a transcript | would review the geds and start to think about
overarching themes and concepts which | would then make groups of lists and notes from.
These notes then informed memos on specific ideas which | encountered over different
transcripts which in turn informed my questioning ardpics to investigate in future
interviews. For instance, in developing understanding of the different motives of
participant and how these were perceived bglunteers and HCR$ was able to tailor new
guestions to ask about recording family legaciesacial histories in more detail. | was also
able to ask more about the understanding and adaptability of OH and its possibilities in the
present and the future and how these were interpreted by different research interviewees.
In a more straighforward specific wayl started asking research interviewees more about
their career backgroundss there seemed interesting parallels with their understanding

and uses for OH.

6.20 Focused coding
Drawing on my initial lindy-line coding coding with gerundsand by writing coinciding

memos | was then able to concentrate on the main reoccurring and significant codes and
test these again within my data. From this analysis | was able to creatdomyged

categories within theQuirkos softwargsee Section 6.28nd to analyse them collectively.

This inductive process of generating new focused categories enabled me to start to
recognise emerging theories and understardl testthe links and boundaries between

them using axial codingSome categories such as motigas and legacy were closely linked

and existed in some form throughout the OHINPSC process. The categories which existed
temporally from the start of participanQa Ay @2f @SYSyd Ay hl Ayt {/
when the OH was reused became the basis pffimdings andnformedthe basic social

process of my grounded theofthe GVT)

6.21UsingQuirkossoftware
Quirkosis a computer assisted qualitative data analysis tool which allows users to group

textual data in different titled coloured bubbles enabling visual connections between groups
and categories (see Figure 4). This visual element gave a more accessibleanaly3s

data allowing me to look at the different categories together and to think about how they
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interacted. This was invaluable when managing a large data set from 32 interviews
transcripts and the corresponding memos and diary entries. The softwaesrga a new

visual way to interact with the data,

The software was intuitive to use with the function to create subpages of data bubbles,
meaning | could focus on categories in isolation or with other linked categories to see how
they overlapped. A featar Quirkos did not have which could have been useful was the
ability to add multimedia. This would have been useful for adding corresponding interview
audio clips to enable me to consider not only what was said but how it was said. The
software was also l&ing in being able to import and export the transcripts without then

needing to reformat the text.

Based on the gerunds discovered, and then the overarching categories which | felt they
formed from focused coding, | created groups within the software ofatig the concept

that there was a clear before, during, and after to the OH process, which the research
interviews alsdollowed, when possible, | was able to break this down to motivations,
experience and outcomes as the three key areas of the studyekenyvit was clear that

also the motivations were fluid, and changed for many participants throughout the process,
and that the experiences were different for each interviewee group throughout the process

too.

| uploaded all the transcripts to Quirkos amsked the topic headings which | had decided on
from the lineby-line coding and subsequent focused coding. | then went through the
transcripts again and moved chunks of text into each theme where they fitted. After this |
could see which categories hadetmost text and were the most apparent and which were
the outliers. At the same time, | was also able to create more strdagiatard groups for

text such as for different questions | asked or for different interview settings and illnesses.

At this pointl started to group the different categories together to look for possible links
between groups and to develop my own understanding. For instance, the differences
between narrative, stories and histories, or the connections between mortality, illness and
legacy. As | found interesting connectionsapeas thatl wanted to understand more |

would then write further memos. Once | had settled on the areas of motivations, experience

and outcomes | then went through all the relevant focused categories aedagined the
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transcript text within their new contexts. From this | was able to illustrate the key

parameters of each groupé¢eFigure 4).

When creating codes and corresponding themes in Quirkos there was the methodological
dilemma of where the boundaries weiin terms of what was relevant to the study and its
parameters. For instance, the categoryfamiliarity was central early on my research,

relating to interviewees prior and present knowledge of each other and their environments.
Whilst this was an intesting topic to investigate and, in some ways, led to categories such
asunderstanding, storyingndadapting it became superfluous to the findings later. There
was the risk, particularly in the Quirkos software, of creating too many categories and
becoming overwhelmed, but in having several it also enabled a more focused way of

producing key concepts to inform the overriding categories for my findings

Figured: A screen grab of categories organised in the Quirkos software
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6.22 Diagramming
| used Coggle software throughout my research to create diagrams. In the first instance |

used them to map out my preconceptions about OHinPSGandy narrativeliterature

review, as illustrated in Figure 5
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Figure5: A Coggle diagram relating to categories for the narrative review
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Being able to create the diagrams helped me in gathering and positioning my ideas. From
the new notes made by coding in Quirkos | again started to create my odershagrams
around key concepts such as mortaljiijustrated in Figure §)storying and ca&onstructing

to try and understand how all the different parameters connected, particularly in terms of
motivations, experiencéllustrated in Figure 7)and outomes. By linking main categories
with subcategories, | was conducting axial coding in specifying the dimensions and
parameters of each category. At this pointds able tgplanmy findings and to draw on

text from each subcategory to begin baild key ®ncepts
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Figure6: A Coggle diagram illustrating subcategories relating to mortality

Figure7: A Coggle diagram illustrating categories relating to the concept of experience
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6.23 Developing the CGT
Onwriting up my findings under the main headings of Motives, Experience and Outcomes

and considering how all the key categories and subcategories within these three areas
worked across all research interviewee groupgpatticipants, volunteers, HCPs anciily
andfriends | was then able to create an overarching thewith key elements which
formedthe basic social process the CGTThe GVT became central to my contribution to

knowledge from this thesis.

6.24 Covid
After | had conducted 3iterviews the Covid pandemic begafmhismeant | was unable to

continue with the study interviewslespite planning followp interviews with several

people. This included a folloup interview with one of thearticipans, and followup
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interviews planed with some HCPs amblunteers. These interviewsvhilst not essential to

the researchcould have supported me further in discussing emerging theories and
following up on discussions from earlier interviews. HCPs were particularly hard to get
follow-up interviews with even before Coviddue to them being so busy. A final interview
with the Goordinator could also have been useful asaamchoring starting and ending pojnt
particularly as she had strong knowledge and experience of the service and weeld ha
undoubtedly had illuminating ideas regarding the findings and emerging thettrieas

decided with my supervisors that | still had plenty of data to draw on from the 32 interviews
and associated documentand | had reached saturation point in thaseveral ideas and

theories were reoccurring.

6.25 Chapter summary
In this chapter | have outlined the methods | used for undertaking this studyrgnd

reflections on the process. In the first instance it involved preparing my ethics application,
acquiringPatient andPublic Involvement and getting ethical approwail my research
documentation b proceed withthe study.In line with CGT, | conducted both purposeful

and theoretical data sampling and carried out data collection using constant comparative
analysis, transcribing and lidi®-line and focused coding of interviews, categorising and
diagramming. | also includedflections on my experience and suitability, interviewees
understanding of the study and how external factors such as Covid impacted on the study.
In the next chapte(Chapter 7) discuss the study settings for OHINPSC and give pen

portraits of the reseech interviewees to set the scene fory Hndings(Chapter 8)
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7. Setting the Scene

7.1 Settings
The OH service at the study hospice was offered across multiple settings:

Inpatients
A day centre
An external venue run by the hospice

In the community in a participanQ dome

= =/ =/ =/ =

In the communityg In nursing homes

In each setting the OH offer could vary slightly dependent on the typanicipant,

referring HCP and the time and setting constraintgeisiledin section 7.1 Attempts were

made to recruitparticipant for the study from each settingut unfortunately it was not

possible to recruit garticipantwho recorded an OH from the external venue run by the
hospice. However, theolunteers andHCPs interviewed for the study had different views
which they shared about the OH offer in each settihg.protect the identity of research
interviewees in this study and fulfil the REC requirements, whilst keeping my thesis readable

and coherent, pseudgms have been used for all interviewedstailed insection 7.2

7.1.1 Inpatients
The hospice had5 private roomsand two bayswith beds for inpatientsand sometimes OH

g2dzft R 0S 2FFSNBR AYy ¢ A0GKAaswith ke af thaeSearghh y3 | G |
participants It was recognized that there wdswer OH interviews in this setting #m in

previous yearsgue to patients being much more dh inpatientwards It was suggesteuh

research interviewshat this was mainly because pain management cowd be managed

better at home. Due to the interviews being conducted in private roghere was no fixed

time constraintsalthough there was the possibility of interruptions from HCPs. Also,

participants were more likely to be closer to the endlife and thus interviews could be

much shorter due to their iliness or the brevity of their situation with more likelihood of

them recording a family legacy (as detailed moréhmExperience section 8.2). The

participant interviewed in this setting (Tim) was referred by a Chaplain (Kiitlne with
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being closer to the endf-life, participants in this settingrere more likely to be having

conversations with Chaplains.

7.1.2 Day centre
The day centre was@mfortable and social environment with other activities on offer. It

also had a designatedHinterview room which had been soundproofealthough there

were still issues with outside noise:

XGKSNB Aa F NB2Y ySE(G R22Nelngise conésSe KI @S
0§KNRdzZAK | YR ¢ S-@hgréwak dnRthak Iyvasiedityigasdit was

dreadful, the poor chap he was really depressed and he was heartbroken about his
RAF3Iy2aAra FyR KAa OKAfRNBY |yR KSUmR KIFR |
his forties and he was talking about something really difficult and deep and he said
something and there were peals of laughter coming from the corridor and it was so
AyO2y3aN¥z2dza 6A0GK ¢gKFd ¢l & oSAy3a &l ARX®PL 2
familymember listening to that it would have just sounded awful, it was terrible, the

noise really carries through and it just sounded like people were laughing at what he

was saying.
(VolunteerJenny, 1)

There was the opportunity to talk and meet with potentgarticipants about theOH

process in advance. Keeping continuity with ttodunteerinterviewer was also
straightforward, as most patients were signed up for weekly visits to the day centre8for 5
weeks. However, th©Hslot was usually only for an hour in a week, which did limit the time
of each sessiorOne HCP who worked regularly in the day centre suggested that people
always choos®H2 GSNJ G KS 20 KSNJ | ONhat Weisayiss A dz@ R KB NI LI
day and you choose what you waithey will always choose oral history over everything
StaSodé o1/t WdzREZ wmU

7.1.3 External venue run by the hospice

Although none of the studHcase interviews were conducted at the external venue, it
was mentioned by several of thelunteers and HCPs. OH was offered as an activity
alongside other pursuits or therapies like at the day centre. This could be painting, music

workshops and genealogyhe OH offer had been running there for less than a gedrthis
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setting was unique in also offering OH to carers as well as patients. The service was

advertised there, and people could book via the website. In this sense it was less structured
FYR Y2NB fA1S I vokateefO)2 YA NBREINIR SNGTAIGRHEEA 2 V£ 0
Kate, 1). Someolunteers mentioned the issue of potentipghrticipant not turning up,

especially as there was no follewp reminder to the online booking. Another issue,

mentioned by the Coordinator, was that it was not possitdl match suitableolunteer

interviewers to theparticipantas there was no prior background knowledge of who would

be interviewed. One example given was a man with dementia who came with his carer but
thought he was having his hair cut rather than retiog his history. Although the interview

gSYyid NBlIazylofte ¢Stf RSaALIAGS GKAaMmghtT GKS Ay
have suggested bringing in some pictures awrteziflenny, 1) to use as prompts to help his
memory. The automated booking sgst also meant there was a lack of continuity, and a
participantcould find they had a differentolunteerinterviewer on a followup interview.

Positive points which were raised about the setting included it being comfortable, and

recently refurnished, anthat due to recruitment being via a booking system rather than

HCPsit meant there was equality of access (Mateer Jenny, 1).

7.1.4 In the community participant€homes
Interviews happening at participanQd K2YS 2F0Sy Kulpliddopl& R | a | 1

attending the day centre. One of thlunteereditors remarked on the exceptional sound

guality of interviews conducted in peo&ehomes:

XLISNKI LA a2F0 FdzNYyAaKAy3Ia ¢ SN (elza (o KNS | K
guality was so good because it was like listeninBadio 4 on eDABradio it was

fantastic
(VolunteerRichard, 1)

However, the othewrolunteereditor felt there could be more interfering extraneous

o0l O1 3ANRB dzy R & 2 dzybR tiaffic gbiXgiby ed@mighitibd&tkeiielephone ringing

Ay (GKS ol O]l 3aNRdzyRZ ¢ KI S dbidérSimsrsS NiBternv@ivs/in 6 S |
peopleQ @omes also meant that there were fewer time constraints and added autonomy for

the participantin terms of how long interviews lasted and how many folagvinterviews
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were conducted. As a result, there was also the risk of professional boundaries being

blurred whenvolunteers and HCPs visited them (as discussed in the Expesentien 8.2.

7.1.5 In the community nursing homes
OH interviews could also happenriarsing home settings. Again, the setting gave the

participantmore autonomy in terms ofitne constraints and the possibility of return visits.
Although as witnessed in the study with the oparticipantwho was interviewed in a

nursing home setting, they were perhaps a less comfortable and familiar environment for
participant and thus intendws were possibly not as relaxed and informal gsairticipantsQ
homes. OH Interviews in nursing home settings tended to be referred by HCPs who worked

in the community for the hospice.
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7.2 Ren portraits

7.2.1Participants

Figure8: A table showing background information about participants

Participant | Age | Sex| Religion Numberof Research Numberof OH
Interviews Interviews and
Location
1. Jake 62 | M | Otherg 2 (1 before (ID2) and 1 afte| 2 (Nursinghome)

Church of (ID6) but before listening to
England their OH)

2. Sarah 93 | F Other¢ 3 (1 before (ID4), 1 in 4 (Day centre and
Church of between (ID11) and 1 after| home)
England listeningto their OH(ID21)

3. Ralph 82 | M | Otherg 1(ID12) (after first OH 3 (Daycentre)

Church of interview)

England

4. James 62 | M | Christianity | 3 (before (ID13), after one | 2 (Home)
(ID17), after listeningp
their OH(ID30))

5. Heather |50 |F Othergnon | 2 (before (ID14) and after | 2 (Home)
practicing but before listeningo their
OH(ID20))

6. Tim 42 | M | Atheism 1 (before (ID24)) 1 (Inpatients)

7.2.1.1 Jake
Jake was 62 and based in a nursing home. He was perceived to be depressed and isolated,

spending most ohis time in bed in a dark room with the curtains closed. He had lots of
friends prior to moving into the nursing home but only got visits from higviée

occasionallyand his son when he felt he wanted money. Both his parents had died, and his
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brother was murdered when they were younger. He also had a sister who he did not get on
with and had lost contact with. He had lived locally all lhes d#nd sharedmemories of

growing up. He was keen to talk about the poverty his family endured and felt this might
help his son gain a better understanding of money. He was excited by the prospect that his
OHwould be archived foposterityand might be used as a social history resource, likening
this to the reconstructed butchers display in the local museum basezherhe used to visit
with his dad as a child. Although he was not classified as palliative, he had been referred to
the service by the ECHO (Extension of Community Healthcare Outcomes) scheme via the
HCP Lucy as a psychological intervention which sheiglit lift his mood. After speaking

with him they realised they had friends in common and grew up nearby to each other. He
recorded two oral histories and two research interviegusne before his OH and one after

but before listening back to it. His mentahd physical health deteriorated during the

research process, and he was unable to do a third research interview.

7.2.1.2 Sarah
Sarah was 93 and at the end of a series of visits to the hospice day centre. She found out

about the OH service after it came in conversation ithe hospiceart class fromafamily
memberof anotherOH participant She livd alone in supported accommodation and was
unable to walk far and was quite isolated. Hdaler sistedived nearby but unfortunately

died towards the end athe research process. Her sister was her only nearby family and the
connections made with the hospice gave her much needed social interaction. She also had
three nieces, but they did not live locally so she did not see them o8ba.had always

been intaested in local history and on moving the citythe first thing she did was to visit

the local library to see what wasvailable She was particularly keen to talk about the village
she grew up inwhich had since become a commuter belt and she feltlbatits character.
She wanted to recordth her OHabout how it was, so it was not Igstnd had thought about
writing it before, so this was a good opportunity to record it. She also talked about her time
intheWomey Q& w2 & | f diurihgdhe wdrShélddek erdhusband before going to

war, but he died of polio after they had been married for five months and she had been a
widow ever since. She was unable to go to his funeral due to being in hospital h&hself.
recorded four oral histories with therfal one being about her sister during the time her

sister had become very ill. She was interviewed three times for the reseambe before
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starting her oral histories, once after recording two oral histories and once after she had

listened to the firsthree interviews.

7.2.1.3 Ralph
Ralph was 82 and visited the day centre. He lived alone and was recently widowed. He was

keen to talk about the local area and his |é&d requested that his interviewer be a white

local man. He felt he had witnessedoa df change locally and wanted to share his

knowledge. He was motivated by the idea that his knowledge may be of use for research in
the future andin creating a social record rather than leaving a family record. He had a
brother and sister who lived neby but both have dementia. He also had two older sisters

but was not sure that they would be interested. He talked about his work a lot during his
interview and much less about relationships and family. On meeting his interviewer Jack, he
realised he vagug knew him as they both frequented the same puHs.recorded three

oral histories at the day centre and one research interview after his@ikstUnfortunately,

he died soon after his fin@Hso was unable to be interviewed again for the research.

7.21.4 James
James was 62 and based at his home where he lived with his wife. He found out about the

OHservice from visiting the day centre and reading about it in a leaflet. He had MND and
was planning on doingsimilar writtenlife storyvia the MND Association so liked the idea
of OHand decided it would be easier and more persamghghis voice. He had lost most
dzaS 2F KAa KIFIyRa IyR YySSRSR KAa ¢gATFTSQaA 4&dzLlLie
particularly keen to leave a family legyafor his daughters and grandchildren in the
knowledge that he may lose his voice very soon. He was also involved in a voice banking
schemefor which he would repeat thousands of worddth his voice so he could then use
his voice via a computer in thettue and so other people with MND could use it too. His
parents died when he was very young, and he wished healtadord of them for

reference. Prior to having MNBe was selemployed as a carpenter and floor layer. During
his oral histories he felt hiead to be careful about what he said about his first wife and his
estranged son as he did not want to upset anyone. He recorded two oral histories at his

home and three research interviewone before hiOH one after the firstOH and one

after he hadistened to both his oral histories.
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7.2.1.5 Heather
Heather was 50 and had been visiting the day centre after taking part in genealogy classes

at the hospice. She was fascinated by her family history and primarily saw OH as a means for
charting this. Shevas a fourthgeneration market traderalthough the family business had

all but ended due to the changing times and it not being profitable. She lived with her
husband and four children. One of her sons was autistic anet thias a lot of dyslexia in
herfamily. She had recently scored very hygh an ADHD test. She found out she had a

rare form of cancer the previous ye#éut had recently beemold that it was not terminal

so she was no longer deemed palliative. She was at odds with new technolodishbiked

her children being on their mobile phones all the time. She would much prefer to talk with
them than text. She recorded two oral histories at her home and two research intengews

one before her firsOH and one after she hafinishedboth oralhistories but before she

had listened to them.

7.2.1.6 Tim
Tim was 42 and an inpatient at the hospice. After discugSidgith Keith, the Specialist

Care Chaplain, he decided to record@Hfor his sonwho wassixyears oldand his wife.

He felt thiswould be a more personable way to do it rather than leaving cards or letters. He
was very unsure about what to write or say and was nervous about the interview because of
this. He was reassured by the Chaplain and me that the interviewer would guide éim. H
worked previously as a postman. He recorded one OH and one research interview prior to

his OH. Unfortunately, he died soon after his @tdrview.
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7.2.2 Volunteers

Figure9: A table showing background information abaailunteers

Volunteer | OHTeam Age | Sex| Religion Amount of Connection to
Role Research participants
Interviews
1. Jenny | Coordinator | 45 | F Atheism 1(ID1) Involved in
referrals,
communications
and archiving for all
interviews
2. June Interviewer | 66 | F Other 2 (ID3 and ID16) | InterviewedJake
1 and James
3. Lucy Interviewer | 65 | F Buddhism | 1 (ID5) None- participant
2 died before
planned OH
interview
4. Kate Interviewer |71 |F Christianity | 2 (ID7 and ID31) | InterviewedSarah
3
5. Jack Interviewer | 60 | M | Other 1 (ID9) InterviewedRalph
4
6. Fiona | Interviewer |65 |F Atheism 2 (ID15 and ID22) | Interviewed
5 Heather
7. Karen | Interviewer |67 |F Otherg 2 (ID25 and ID32) | InterviewedTim
6 Humanist
8. Richard| Audio Editor | 63 | M | Atheism 1 (ID18) None
1
9.Simon | Audio Editor | 59 | M | Christianity | 1 (ID29) None
2
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The volunteers comprised of seven interviewers and two audio editors. The addition of
having audio editors on the team enabled interviews to be edited for the participants and
their family and friends. This could mean editing out unwanted background sound,
interruptions, coughs or repetitions, or parts of an interview which the participant decided
were not suitable for their legacy. Whilst many oral history projects do notutolve

making edits to interviewsthis was deemed necessary in OHinB8€Eto the uniquanessof

makinga legacy for family and friends.

7.2.2.1 Jenny
Jenny was 45 and the Coordinator of the service. Although it could be argued that her role

was paid and therefore perhaps should be housed withHi@Psshe could as easily be
grouped with the volunteers. Firstly, coordinating the OH service was not her primary role
but an extra part of her position as Service User Coordinatoich, at her own admission,
required a lot of extra time and effort, so it could be argued she gave dtiaahl

voluntary contribution to the service. Secondly, and perhaps more importantly, her role
within the service encompassed all the roles of the volunteers, such as interviewing,
summarising and editing audio. It was these skills, which she origilealgloped whilst
working on another hospic®Hservice as a volunteer, that enabled her to coordinate and
train other volunteers on the service. She was responsible for setting up the OH service at
the hospice and for its development over several years.rble enabled her to reflect on
recruiting and training othersand their approaches and experiences of the service, thus she
had further knowledge and understanding of the motivations and backgrounds of

volunteers and indeed the other parts of ti#Hsewice process.

She was different to the other volunteers in this study in being younger and perhaps
representative of a different generation. She was unique amongst the volunteers in being
able to demonstrate skill sets in interviewing and supporting peepthin a therapeutic or
caring capacity (she previously worked for a homeless charity), as well as working with
digital equipment and files. She often acted as an intermediary when recruiting and liaising
with participants and their familiegnd occasinally would conduct interviews if no
volunteers were available or it was a particularly challenging intervitawresponsibilities
includedpreparing the interviews for archiwg, producingextracts for eventsand making

physical copies to give participia and their families. She recorded one research interview
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and was the first person to be interviewed. She was also my key contact in recruiting people

for the study and helping to try and get a broad cresstion of peopleand settings

7.2.2.2 June
June was 66 and a volunteer interviewer for the service. She had conducted approximately

20 interviews for the service and had volunteered on the service for foxeyears. A friend
got her involved in volunteering at the hospice and she thoubbtOH srvice sounded
interesting. Her mother had dementia and she wished she could have had some of her
memories recorded. She had also borrowed the equipment and recorded an OH with an
elderly aunt. She had also been interviewed hersglinethroughan NHSeducational
schemewhen she was ill and so felt this was an opportunity to give something back. She
had not listened back to her own OH yet. Her interviewing style was to stay off the
recording as much as possible as she did not want to steer the participtirg wrong
direction and thought it was important that it was their story and not hers. She was a
retired primary school teacher and had no prior awareness of OH before joining the service.
She conducted OH interviews with two research participants,with Jake and two with
James. She recorded two research interviews, one before conducting the OH interviews

with research participants and one afterwards.

7.2.2.3 Lucy
Lucy was 65 and a volunteer interviewer for the service. She started volunteerirtgfor t

hospiceby asking people to fill in short surveys in the day centre and then joined the OH

service shortly after. She had been working on the serviceMoryears and had conducted

interviews with 17 people. She graduated in social anthropology anledaas a qualitative
researcher, which she really enjoyed and saw the parallels witwBidh she had some

prior knowledge of. After she retired, she volunteered for Samaritans but then her mother

became very ill so she had a break and decided she woefdrpOH as it was faa®e-face

rather than on the phone. Also, she wanted to support the hospice because her husband

had died there, and she thought they had been wonderful. She had recorded an OH with her
father after joining the service. Her intervievilin & G @ £ SA Wik SN2 YA 2y A &G Q |
off the recording. She was due to interview a potential participant who died before he could

be interviewed. She recorded one research interview.
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7.2.2.4 Kate
Kate was 71 and a volunteer interviewer for thevsee. She was introduced to volunteering

on the service by a friend and joined two years ago. She had always been interested in
history and studied it as part of helegree andwas also very interested in her own family
history. She had interviewegight or nine people.Previously Be had worked aan English

and Frenchieacher with all agesand when she retired thought it was a good opportunity to
volunteer as she likes hearing peoflstories and helping people. She conducted four OH
interviews with Seah. and two research interviews, one after she had recorded two of the
OH interviewsand one after she had recorded all four. Her interviewing style was that she
sometimes interpolated and talked toand did not obey the rule of always being silent. She

thought having another voice made it seem more natural.

7.2.2.5 Jack
Jack was 60 and a volunteer interviewer for the service. He had been volunteering on the

service for three years. His wife was being treated for cancer at the hospice avahited

to give something back. A friend was volunteering on the service, and he thought he would
enjoy it as he likétalking with people and local history. He always enjoyed history at school
but had not heard of OH prior to joining the service. He hatlooted between 3810
interviews. He was a secogeneration owner of a boat businessd found conducting the
OH interviews a nice break from his work and a way to relax. His interviewing style was
more conversational, and he had been told by the Coa@itinthat he needed to speak less
about himself and not try to fill silences, both of which he now tried to adheréltovever,

he felt that there was not a right or wrong way to conduct intervéafithe interviewee

enjoyed it. He conducted two OH inteews with Ralphand one research interview prior to

interviewing Ralph.

7.2.2.6 Fiona
Fiona was 65 and a volunteer interviewer for the service. She had been volunteering on the

service for over five years and volunteered as a telephone counsellor befatreShehad
worked as &bcialWorker and was interested in narrative therapy, especially with young
people so liked the idea of recording life stories. Her partner died when he was in his 40s
and she wished she had a voice recording of him. She had conducted approximately 30
interviews for the service. She had some knowledge of OH with older people befaurejoi

the servicebut not of OH in palliative care. Her interviewing style depended on the
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interviewee but sometimes she was quite conversational and sometimes she held back. She
conducted two OH interviews with Heather and two research interviews, of@md®¢he

first OH with Heatherand one after both interviews with her.

7.2.2.7 Karen
Karen was 67 and a volunteer interviewer for the service. She had been volunteering on the

service for a few years and had interviewed approximatemypeople. She wastired from
teaching and heard about the service from a friend. She previously only knew a little bit
about OH. Her fathemwho haddied shortly beforeshe started volunteeringhad created his

own memoirsand she wished she had known more about &t could have been

something they could have done together. She had always been interested in personal and
political historiesand during her MA study she looked at the stories of marginalised
communities. She had a son with learning difficulties, and dietified as a feminist. Her
interviewing style was to try and stay off the recording but also to prompt as needed and to
allow for some natural conversation, so it was not like a monologue. She conducted one OH
interview with Tim and two research interews, one before the OH with Tjrmand one

afterwards

7.2.2.8 Richard
Richard was 63 and a volunteer audio editor for the servicéhddeworked on the service

for five monthsHe had a PhD in biochemistry and worlsmtoadfor over a decadgbut

came backduetoKA a4 A FSQa Af f ySdanxardr. el Hewas unaeO2 YA y 3
to get a job in his field due to his age. His wife died at the hospice two years bafiorbe

wanted to give something back. He wished he had a voice recording of histeifdready

volunteered elsewhere teaching people to use computarsl he made computer music so

this seemed a good opportunity as he understood how to work with digital files. He found

out about the role after looking on the website but was not famwiagth OH before. He had

edited approximately seve®Hinterviews. He enjoyed it but wished there was more of a

social component as it could be isolating work. He recorded one research interview.

7.2.2.9 Simon
Simon was 59 and a volunteer audio editor fioe tservice. He had retired from working in

IT. Hesaw the post advertised onlinand had volunteere@n the service for nearly a year.

He had recorded his own music so was already skilled in audio editing. He had not heard of
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OHprior to joining the serwe. His father died of cancer, and he would have appreciated an
OH of himso this was an opportunity to give something back. He wanted to be able to work
from home volunteering with audio editing so he could be near family, so he was provided

with a secure laptop to access the interviews. He recorded one research interview.
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7.2.3 HCPs

FigurelO: A table showing background information about HCPs

Health Care| JobTitle Age | Sex| Religion Amount of | Connection to
Professional Research | participants
Interviews

1. Holly Assistant 51 F Otherg 1 (ID8) ReferredJake
Practitioner in Church of
CommunityTeam England

2. Judy Staff Nurse ilbay | 51 F Atheism 1 (ID10) ReferredSarah
Centre

3. Margaret | Junior Sister iDay | 56 F Christianity | 1 (ID19) ReferredRalph

Centre andJames

4. Keith Specialist Palliativg 43 M | Christianity | 1 (ID26) ReferredTim
Care Chaplain

5. Geoff Senior Chaplain | 61 M | Christianity | 1 (ID27) No

6. Hannah | Bereavement 60 F Otherg 1 (ID28) No

Counsellor Agnostic

7.2.3.1 Holly
Holly was 51 and worked as an Assistant Practitioner in the Comnieaity. Her role

involved visiting patients in their own homes and giving general support. She had more time
to talk with patients than other nurses and often referred people to the OMiser She

loved listening to peopk& stories but had no prior knowledge of OH. She had to develop her
understanding so she knew how to pitch it to potential participants. Her mother was also
interviewed for the OH service and enjoyed it very much. Haltyfour CDs but had not

listened to them yet. She referred Jake to the service after chatting with him for over two
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hours and finding out they had friends in common and grew up in the same area. She

recorded one research interview.

7.2.3.2 Judy
Judy was 5and worked as a Staff Nurse in the day centre. She originally worked on

inpatients at another palliative care unit where the was an OH service so was already aware
of OH and an advocate fdr but she had not heard of OH prior to knowing about the

servie. She viewed OH as being more personable compared to other methods such as
memory boxes. She referred Sarah to the service whilst she was visiting the day centre and

felt she had some amazing stories to share. She recorded one research interview.

7.2.3.3Margaret
Margaret was 56 and worked as a Junior Sister in the day centre. She first found out about

OH working as a Specialist Nurse in the community for 14 years. Once she had developed an
understanding of the concept, she realised its importance and tisrfer patients. Shéad
recently started working in the day centre and was pleased to be able to continue referring
patients to the service. She referred two of the research participants. She referred Ralph to
the service because she knew he liked cingttand would enjoy jiand that they could

adapt the OH for him to be more of a conversation. She referred James because she felt he
would like to feel he was achieving something else separate to living with his &idBhe

thought he would enjoy it. She recorded one research interview soon after the participant
Ralph had died.

7.2.3.4 Keith
Keith was 43 and worked as a Specialist Palliative Care Chaplain. He had worked at the

hospice for two monthsReviouslyhe had workedin a palliative care unit for 14 years as a
Chaplainwhere he had come across OH service. He had a small amount of knowledge of

OH priorto beinga Chaplalmy R RSAONAOGSR KAYaAStT & I Wyl NN
interest in stories ad belief in their importance for individuals to reconnect with their

identities. He referred Tim to the service so he could leave a voice recording for hesxdon

as a method to help him reflect on his life. He recorded one research interview prior to

seeing Tim after his OH interview.
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7.2.3.5 Geoff
Geoff was 61 and had worked as a Senior Chaplain at the hospice for 13 years. He had no

prior knowledge of OH before starting the role. He shared an office with Jenny, the
Coordinator and as well as referrgnpatients to the service would sometimes act as a point
of reference when she was on holiday. He sometingsdthe OH of participants from
bereaved familyandfriends when planning their funerals so he could get more knowledge
of their lives, or even foextracts to be played at funerals. He had referred at least 40
people to the service in the padiut did not refer any of the research participants. He

recorded one research interview.

7.2.3.6 Hannah
Hannah was 60 and worked as a Bereavement Coungelioteam of counsellors offering

telephone support to bereaved family and friends. She had been in her post two and half
years but had worked in mental health counselling for 16 years. She had heard of OH
before, because it was suggested to her in a poei job by her supervisor as an idea for a
relative in palliative care, although they did metord one When bereaved family and
friends fed back about the OH, the vast majority talked about it being very comfprting
although for some it could cause upskea family member had been missed out. She was an
advocate in her work for the model of Continuing Bondsipporting the bereaved to have
methods to continue their relationships with the deceasgand saw OH as a method for

this. She recorded one rearch interview.

7.24 Familyandfriends

Figurell: A table showing background information about family and friends

Family Friend | JobTitle Age | Sex| Religion Amount of | Connection to
Research | participants

Interviews

1.Christine Chiropodist 52 F Christianity | 1 (ID23) Chiropodist/Friend

of Sarah
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7.2.4.1 Christine
Christine was 52 and a Chiropodist fioe participantSarah. She often visited Sarah and had

got to know her well for more than five years. She had been gdi2s of two of her
interviews and enjoyed listening to them in her car, comparing it to listening to an
audiobook. She particularly enjoyed hearing her voice and stories about being in the
W2 YSyQa w2 e | fSherécadded dnéSrésERkciSterview.

7.3 Chapter summary
In this chapter | havprovidedbackground to the various settings in which OHInPSC

happenedand the research interviewedsackgrounds and involvement in the study. This
AaSNYSa a + YSUK2R 27T Wa&dpiedoytkingitie §ndiagdSy SQ T2
and the CGTIn the nextchapter, in three sectionspresent the research interviewe@s

motives, experiences and outcomes from being involved in the service in their various

capacities. | also draw on the research intenewd | Yy SOR2GSa | o2dzi 23GKS
involvement in the service, when not directly part of the research as a secondary source and

| use my reflexiv@urnaland notes to cross reference emerging theories.

The three main research interviewee grouparticipants, volunteers and HC$ all had

different reasons for being involved but there was a fair amount of overlap in their
motivations and experiences. For the findingwaidts key to find a way in whichduld

integrate an understanding of all three groupssinctly.Participans are central to
SOSNE2YyS St admMbtouthgparicipans thieteyviuldno serviceg so they are
given the most attention throughout the findings. However, by gaining an understanding of
the volunteers and HCRgavolvementit became possible to readncollective understanding
and to assist in working towards ideas for training and setting up successful services in the
future. | conclude my findings by presenting the GGHhapter 9Qwhich incorporates the
findings into a bas social process from which the experience of OHInPSC can be

understood and theorised.
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8. Findings

8.1Motivations

8.1.1Background

Thissectionprimarily considers thearticipants motives for taking part in the service, and
what thevolunteerwho interviewed them and the HCP who referred them think were the
participansmotives. Sometimes thparticipanstnotivesare revealedn their second or

third research interview. This is after they have recorded their OH interviemts are being
asled again and encouraged by me as researcher to go into more depth as to their motives.
There is undoubtedly some transference by this poinpagicipansunderstandingand my
guestioning evolves through the process in line with @@®Tmethodology. TheolunteeisQ
motives for joining the service are also reviewed, as are the HCPs for pitching the service to
potential participanss. Initially this includes the challenges they encountered with
understanding the concept of OH both for themselves and whemagahing and reflecting

on interviewing and conversations wiglarticipans. Structurally motives are understood
throughout the process in this section, from initial and ongoing understanding of OH, to
storying and selecting a narrative and audience,&cspnalising a legacy as an ongoing

presence for the bereaved and the archive.

8.1.2Primary motives
All research interviewees were asked about their prior knowledge of OH before being

involved in the service and how they thought OH could be utiliseqplitkly became clear

that most of the research interviewees did not have one clear motivation for their
involvement in the service but several, and | have tried where possible to break these down
into primary and secondary motives, particularly for theaticipants taking part in the

service. A method for integratirgll the groupsmotives mentioned above was established

after many reiterations of writing thisection

After repeat reviewing of transcripts and my research diaries, | was struck by a thiiaty
was discussed in the second interview wrthlunteerJune who was interviewer for two
participans (Jake and James), and a corresponding entry in my refjexivel June was
unique in that she had previously recorded an OH herself, as partabfesr®, which gave

the opportunity for interviewers on the OHRSCServices projectto get training in
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interviewing, even though the interviewees like June were not palliative care patients. The
fact that she had prior experience of being interviewed and/ rolunteered as an

interviewer meant she had a unique perspective from both sides of the interview scenario.
In her second research interview, we reflected on her motivations for being interviewed and

she questioned whether she was doing it for hersetifiea than for family:

XGKS 2yS L RAR FT2NJYeaStFT L |Oddzatfte (Kz2d
Fo2dzi 6KIF{G KIFLIWSYSR ¢gKSy L gla tAGHES | YR
FLYAE@® 2N 6KSGKSNI Al 4| th®Raiaviittenidgdnd L 6 y
0SOlFIdzasS @2dz R2 F2NHSG GKAy3a yR (KSy &z2d

something and you think ooh I did that when you knetlrese things pop in your

mind at strange times

y2g @2dz2Q@S YIRS YS KAyl 2F Al la &az2Ni

FT2N) 82dzNBESEF 2N AGQa F2NJ FlEYAf& 2NJ F2NJ (K

iKSY: 8S8FK GKIFIGQa NBIffe AyGiSNBadAy3Is |

interviews into that

FYR L 1y26 AGQa +Fit 3J2Ay3 G2 3J2 Ayid2 G(KS

for that are you going to put a different slant on it?
(VolunteerJune, 2)

June reflected on the interview she conducted with Jake ancldsed whether his motives
were unclear. This led to us discussing her own experience of being interviewed and her
motives forbeing interviewedWhether peopleangletheir narrative depending on who

they want to hear their OH, or if they are just doindpit themselves, is pertinent to how |
discuss some of the motives in tlsisction After the interview, in my reflexivieurnall

wrote about her talking about interviewing Jake and questioning his motives:

{KS RARYQlU 1y2¢6 AT Aa2¢g2dzizR 6 3yRBNBRBRA®SH
KSFN) 8dzOK 3INMzS&a2YS GFfSaxLd YFRS YS GKAY]

interviewee- family (listening); archives (listening) with the interviewer, HCP,
Coordinatorand Archivist central inside the triangle tadg turns to ensure the

triangle works.
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(Reflexiveburnal, Volunteer June, 2)

The corresponding triangulation was interpreted like this:

Figurel2: A diagram illustrating the triangulation of motives and experience in OHINPSC

Interviewee (participating)

Facilitation:
volunteers/
HCPs

Familyandfriends(listening) Public archive (listening)

This is based othhe OHNPSC Services projeainodel in which the interviewee usually also
signs aRecording Agreemeriior their interview to be archived. Within this model all

possible audiences are considered, so interviewees are motivated for intrinsic and extrinsic
reasons: themselves, famigndfriends, or the public archiveor a mixture of the three.

The facilitation of the service by th@lunteers and HCPs is central to making this possible
and understanding th@articipants motives within this triangulation supps the

participantin achieving the desired output from the intervielhevolunteers and HCPs
understanding of the OH servicand their natural bias as to how to conduct interviews or
pitch the servicealso shaped the corresponding motives and navetf theparticipant,

and againthere was a risk of this being misconstrued. There was also my own natural
perspectiveto considerwhen reviewing the motivations of everyone involved, as a
practitioner and past Coordinator eanother OHNPSC serviceand as researcher on this

study. This undoubtedly played a part in my interactions with the research interviewees and

the correspondingnterviews.
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During te first research interview with Jenny, the Coordinator of the OH service who had
the most experience of OHINPSC of all the research interviewees, the multiple motives of

participant for taking part was discussed.

Xaz2 L {skaAbi§ motiviafioh foipeople to actuakypart of them to remain

O0SKAYR AF @2dz aSS o6KIGO L YSFEYyXGiKS aid2NR:¢

a2YSOGKAY3I AYLRZNIFYyGsE AT (KSe@Q@S LI &SR

they like the idea ofthad SAYy 3 GKSNB YR NBYFAYAy3Id C2N

people like talking; they like telling their stories, sometimes it's just to pass the time,

they might be a bit bored | don't know | get that impression sometimetss just

somethingtodXbui L GKAYy]1 F f24G 2F Al @Sa AGQa

NBflFGAGSa yR 2dzad 3ISYSNItfe F2NJ GKS Fdzid

Ffy2ad | O2yaz2tARFiA2Yy AayQl AGEZ AGQa

lives, yes.
(VolunteerJenny, 1)

The motivations for the individual (being lonely or bored/passing the time) and as a legacy for
both family and the public archive aleamentioned here. The opportunity for life review fits
within all these motives. By choosing to record stories about their lives they are also reflecting
upon themat different stageg as they plan, discuss them and then listen badktivations

may chaige during their OH interview, different topics may be talked about for different

audiences, sometimes unknowingly. Motives are conscious, subconscious and temporal.

An interesting point Jenny raised was whether the need for continuation or leaviraylais
inherent in us all. Perhaps this is central to the ambiguity of the motives for recording an OH,

whether as a legacy or a recorded conversation with a thady (the interviewer):

0Kl
peof S I NB LINRdzZR 2F ¢gKI G GKS@Q@S R2yS I yR

XL R2y QG 1y2¢6 AF AGQa | 0A8gIZhkintaybe RNRA O3S

A

GKFiQa ¢Keé LIS2L S KI @S OKAftRNBY 2y | o0A2f
behindcYlF €6S A0Qa ¢gKeé LIS2LX S ONBI OGS GKAy3Ia:z

works of art because they are actually leaving a mark on the wolihk they say,
R2y Qi ( KS &\e fimalfy disagpidi frogh The world when the last person

89



Smith, Samuel50272933 Thesis

K2 NBYSYOSNRER dzz RASaAI a2 o6KSY 6S RASS 6S
then eventually, as time goes on, the people that will remember us will reietlaen

we will be forgotteng unless we are Shakespeare or Einstein, or whoevert if

you've made a recording, that stays in perpetuity and a lot of patients get really

excited by the thought that their recordings will remain foregghey will be inan

archive and that people will listen to them in the future and they are really keen...
(VolunteerJenny, 1)

¢KAA Ad LISNKI LA | Yl 22hddesie e rénEmbérkdSr IdageMIIA OS C
mark is innate in all human€onsidering Jen® @mments and the theoretical

triangulation of motives and experience, it is possible to view the different motivating

factors of participating in OH as concentric circles for the individual, famdyriends and

public domain as illustrated irFigure 13:
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Figurel3: A diagram illustrating the different motives and audiences in OHINPSC

Public domain

Family and friends

This llustration can baused as a lens for reviewing the research data in the following
findingssections Here it can assist in understanding the motives for all the research
interviewees, whether they view it as an opportunity for the individual to connect and
reflect in shamg stories with a thirgbarty, perhaps for something to do, because
participant are lonely or want to take stock of their lifié could also bedir the volunteers,
the opportunity to learn new skills and give something hacidfor the family or the public
as a legacy which theolunteers and HCPs support in happening and producing. A family
legacy may improve relations between the HCP andotiméicipantand their family. A

public legacy may improve relations between the HCPpamticipantand help forge a
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relationship with thevolunteers. In all scenarios there is the opportunity for the individual

to selfreflect and to find possible therapeutic benefits. Fotunteers and HCPs there is the
motive of enjoying hearing the st@s$ of theparticipants and being able to give something

back by supporting the opportunity for conversations and legatiesw break down what

are deemed the three major factors in developing motivations for invaksetin OHINPSC:

1 Understanding the corept of OHINPSC, partly determined by how they had found
about it and how they perceived it as an ambiguous medium and chose to adapt
with it.

1 Storyingin how research interviewees determine the audience/s and identify with
themselves psychosocially, tell and share stories

1 The act of recording the voickow the research interviewees were motivated by
the opportunity to have a voice recording for the future as an opportunity for
reflection, personalised legacy as a physical tangible ongoing presarfeenily

and friendsand the public.

8.1.3Understanding
All of the research interviewees were asked about their prior knowledge of OH. The majority

had no knowledge of the term prior to their involvement with the service. Only one

participantmentionedprior knowledge of the term prior to being offered it:

Xwell I was aware of it, | was thinking of doing a similar thing but on paper, so |
thought this would be a good opportunity to do it when [hospice name] said it was

available
soyou were already hoping to write something down

8SIFK LQR 320 a2YSOGKAy3I FTNRY (GKS a2i2NJ bSd

of paper equivalent.
(ParticipantJames, 1)

Two of thevolunteers ¢ the Coordinator Jennyho had previously worked asvalunteer
on the OHINBC Services project andvolunteerJune who, as already mentionedad been
interviewed as part of the same servigéad prior knowledge. Three otheplunteers

(Lucy, Fiona and Karen) had a litkior knowledge of OH, all from their previous work
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backgrounds, either in qualitative research (Lucy), &scéalWorker working with narrative
therapy (Fiona), or through working as a teacher (Karen). However, none of these three
claimed to know specifally about OHINPSC prior to joining the service. Five of the HCPs had
some prior knowledge of OHINPSC, mainly via connections to thé>QE$ervices project

by either referring people to the service there (Judy, Margaret) or being aware of the
service m the case of the Chaplains (Keith, Geoff). Hannah knew about OHinPSC because a
colleague had suggested it for her sister, although it had not been pursued. Keith also had

some vague prior knowledge of OH:

GF fAGGES OAOXAT L Reoaldied dySelf ¥saa@rative | a |
theologian so aware of the importance of statyut the particular bit of the OH

would have been new to me and its aims and things so | guess an awareness of
narrative and the importance of narrative but not the exacHis sort of aspect of

it.¢
(HCP Keith, 1)

To summarise, other than some prior knowledge of ¢higjinal OHinPS&rviceproject,

which | coordinatedvolunteers: Jenny, June, HCPs: Judy, Margaret, Keith, Geoff), very little
was known overall ahg the term OHand it was only previously encountered by those in
either academic or research setting®lunteers: Lucy, Fiona, Karemy having been briefly
mentioned externally for recording their own history (James) or for a family member (HCP:
Hanndn).

8.1.3.1Finding out
The majority of research interviewees, especially those who had did not have prior

understanding of OH, founaut about the method through conversation. Tharticipant

were all offered it verbally by the HCPs. Four ofgheticipants were offered it initially as

an activity in the Day Centre (Sarah, Ralph, James, Heather); two were offered it by HCPs
(Chaplain Keitlon the inpatientswardsfor Tim, and the Assistant&ttitioner from the
Communityteam Holly for thenursinghome participantJake). Two of the HCR4olly and
Judy)had found out about OH after encountering patients wiaal beenparticipants and

were advocates. Thearticipans had in effect referred thelCPs to the service by giving an

understanding of the concept and demonstrating its meaning forpasicipantand their
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family. Another HCAMargaret mentioned hearing about it first in MDT meetings as
something which could help support people who wathte leave a legacy or would benefit
from it psychosociallySome of thevolunteers also found out about the service and the
concept of OH from conversations with pastrticipans orvolunteers. Several had previous
links with the hospice in otherolunteer capacities, or through their own family
experiences. One of theolunteers, who worked as aeditor, Richard, discovered it from a
web advert. Many of th&olunteers, including Richard, had witnessed someone close to
them die and wished they had a redimg of them. Thesegolunteers were more centred on

the family legacy potential of the OH service.

8.1.3.2Ambiguity
How the service was understood when the research interviewees found out about it, and

how this influenced what was actioned by referrinGPsparticipants andvolunteers in
taking part, was arguably, for some, ambiguous. Two of the HCPs remarked on issues

explaining the service:

...when | first asked someone if they wanted to be put down for OH | didn't really

1y26 0G0KF{G YdzOK Fo2dzi AGX LQR 2dzad aSSy 2y

GKFiQa 3AAGAYy3I KAA fAFS e2dz 1y2¢ (Gbf 1SR
322R YR GKAA LI GASYy(d 2dzaad alreéea WwWgStf
82dzOQNB Lzt GAy3 @2dz2NJ tAFS 2y | RA&AaO0OQ | yR
Al Qa WgKe | NMvele likRaopsylalighy] 804 Kato then like verckiyi

0dzAf R dzLJ GKA A& o06A 3 &LJIA St OKleymeYusdt st&tdair so y R
y2 82dzQNB y2i ReéAy3 i GKAA Y2YSyid Ay

you know when your day comes like when mine comes, if for your familyaidsie

2dza i LIK20G23aINF LKA (KSe Q@S 320G e2dzNJ g2A OSKC

@2dz R2y Qi fA1S Lidzi I YSaal3aS 2y GKSNXB

NRdzy R o0dzi GKSY L 2dzald GK2dzZ3KG 626 @&2dz2Q0S

put this across and that were like one of the first experiences but then since then |

A

2dzai OK22aS Yeé ¢g2NRAYy3IX L ¢FAlG 6KAES LQY
gSUff 2dzad 0S OKFGGAYy3 IyR AF GKSe aidl NI

wasd dzOKQ | yRPdDP W2K TF2R @2dzQR 6S 3ANBI G
NEBFffe R2Q> a2 AdQa Y2NB 2F | ad2NrR y2g4
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forbothlfeel.. 82 L 320G 2@0SNJ 0KI (i KdZNRfS 6KSNB LT
its stories.. A (0 Qa.NSINITIA S NJ

And is there anything which would help you in kind of doing that spiel with people is
there anything any kind of support you could be givé?/7 /7

NoL YSIYy L R2y Qi GKAY]l a2 L 0GKAYy]l AGQ&a 2dz
say it because there are a lot of around palliative care there a lot of questions and

O2y @SNEI GA2ya (GKIFG MBRMI S R2y QG oyl (2 K
S Al0Qa 2dzad iegsANyAMTK2g (2 62NR

@€SIK FYR (y2¢6Aiy3a (GKIFG LISNER2Y a2 L GKAy71
OKFG GKS@QNB |ff RAFTFSNBY

(HCP Holly, 1)

The issue for HCPs referring people to the semwiee in the semantics and timings of how
the servicewas offeredand perceived. The term OH for many is academic and can be
difficult to explain and understand for all involved. The concept of OHINPSC, or at the end
of-life, can suggest the potentipghrticipantis about to die. In this scenario tiparticipant
leavesa legacy, often for the family, as wiglarticipants James and Tim. Both had a firm
understanding they were recording a legacy for their families and this was how it was
offered to them. For the otheparticipant, the service was offered in a more ambigiso

way, in which their life expectancy was not an opennsciousconsideration. The service
instead was a variation of a method of sharing stories and legacy making. The way these
four participants (Jake, Sarah, Ralph, Heather) approached the interieveanstructed

their narrative accordingly was different to James and, Twhro were consciously creating

family legacies from the start.

The discussion about impending death and personal legacy can be avoided if the service can
be viewed as an open conversation or recounting stagias activity that is on offer in the

Day Centre or as somethingtodod A F i (1 KS EJHOPAHBY ] iRthe nvrairg R

home. When OHIinPSC happens with more informal motives, without clear knowledge of

who will listen to it afterwards, and in what context, there is arguably more risk of
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unintentional upset or it being misperceived. In this method, ©khore akin to
reminiscence work, or even having a conversatibout the past There is more emphasis
on local and social history and less on the personal fammigrd The audio recording may

be more for the public archive or for the individual rathbah family or a specific audience.

The concept of who the interview and recording was for was also ambigaiuss$ that

GKS@QNB R2Ay3 I aGdzRe 2y ¢ooddLIBARticIiaSIakeBlY A Yy A a OA Y
Two of theparticipant (Jake, Ralph) changed the power dynamic to it being a study or

collecting information, suggesting its primary use was for a researcher or the hospice rather

than for theparticipantas a personal legacy

Could you just by telling me what your invohestnis in the servic&Pl1 1 I

your service drl

the OH service what's your involvement in i72/7 77 /7

LQY 2dzald 3IAGAYI AYF2NNIOARY Fo62dzi wLI | OS

(ParticipantRalph, 1)

In these cases, the audience may not be known or considered:

What do youplan to do with your finished OH recording®l 1 I

LQ@S yS@OSNI SAEYN GK2dzZaK4G 2F Al

no so they will give you a CD at the end basiCally/7 /7

yeah well that part has not come Opll M 11

@8SIFK odzi @82dz (Y296 L YSIYy 200NAAATE AGQa

(@]}

| will probably give it my sistd
(ParticipantRalph, 1)

For some people it was something to do because they were bored or lonely. It might be

because they wanted to consolidate what they had done and an opportunity for reflection,
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or to have a conusation; for someone to listen to their stories or the chance to leave a

mark. The operended nature of the offer could be confusing if not fully understood:

L 3Si GKS AYLINBaaiAzy FTNRY a2YS 2F (KS L)S?2
g K G (deirfy@eWdIBn't know what it's for or anything so | think that might be

something that could be a little bit better.

(VolunteerJune, 1)

The importance of them reading the leaflet first and for the HCRoamteerspending time

with them beforeto explan could be a way to counter this:
L GKAY]l AGQa 0SOldzaS GKS@& R2y QO RA3ISal GK
have had all the information it depends who's passing it on to them, if they are just

given a leaflet sometimes you just skim leafletseneas if someone talks to them

0KFGQa R2 Atiakisither th8edstand baiter
(VolunteerJune, 1)

There was the risk that potential interviewees did not fully understand the process and read
the information fully. This could be countered by a comprehensive explanation directly

before the interview:

| think talking to them for 10, 15 minutdxefore you start recording is very helpful

because they are more comfortable, they know what you're doing and they know

who it's for because some of them don't understand who it is for, and they keep
aleAy3a WAa GKIFGO ¢KI G @& 2abput@ndyal ke@ssutey R G K 4

them.

(VolunteerJune, 1)

In our second interview June reaffirms this theory and questions whether Jake understood

the interview was for his benefits rather than for the OH service
YR KS RARY QU 3IAGS & dtuesvefefor dalg ifthed?RS T 2 F ¢

No, the only thing | could think was he'd been approached to do it, and I think
a2YSGAYSa GKSe GKAY]l] UKS@QNB R2Ay3I AL FT2N
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heard that once or twice people have said oh whatthisalright is this what you
glyiK 'yR (GKFEGQa y244 GKS ARSI 2F AG az
anything

(VolunteerJune, 2)

Here the OH interview morphed into an ambiguouscomstruction between the
participant volunteer's and referringHCP. The collective understanding determined the

thought necessary motives.

8.1.3.3 Adapting
In this senseOHINPSC can be an adaptable medium with a spectrum of uses and thus

reasons for taking part. These may be based in the process for the indivigeial (
interview/prior engagement)or in the output (the recording: family, public). OH can

produce a range of facets for the individual, family and the public domain. It was offered via
the study hospice service in a variety of ways (dropimed allocatednterviews, Desert

Island Discs, full life story interviews) on different sites. Whilst with all the methods there
was an understanding it was being recorded, the importance of the legacy differed. For

some, the opportunity for conversation and hearingris was given equal billing. This was

how it was understood by somgarticipanss andvolunteers: L. RARY Qi 1y 26 6KI

really after so all | really mentioned and talked about was my life story, and my accidents
OKFG L dza @&ticipadtlake| 203&kX réappropriated his narrative in the

interview to suit his understanding of OH.

How the service was understood by thelunteers could also be ambiguous and adaptive.

Some of thevolunteers preferred the conversational methodShy STAGGAY I GKS Ay R

wellbeing and talking about local or social history, whereas some were more motivated by

supporting someone record their personal or family legacy

X L (0K2dza3Kd ¢2¢ GKIG ¢2dZ R oS FYFTAy3

2dzad aLSF{Ay3a (2 LIS2LIX S Aa -dezsumriséoity SGT KAy 3

all is and just the human stories is just | love it.

(VolunteerJack, 1)
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Amongst theparticipans andvolunteers there was an interest in history which made the
assaiation with OH easier to relate to. Tiparticipants who werenot recording primarily
family legacies found associated histonesre key to them. For instance, Jake made several
references to the local museum replica of a former butchers he frequentddhis father
when he was young. He mentioned it in relation to understandingadH the idea of living
history, andfor him, OH was a way to share his stories as a social history resource. The
replica was an example afpastbeing preserved which wasgp of his history. In tandem,

his narrative centred around stories of growing up locally and living in poverty. Sarah
mentioned enjoying reading local history books, and one premise of her OH was to set the
records straight about her parerfimvolvementin the village library where she came from.
They were omitted from a book about the village and, she feared, had been forgotten. For
her, the village had changed to commuter belt territory rather than the place she knew.
Heather was a keen genealogist, andas this pursuit that motivated her interest to

record an OH. Her narrative was thus based on her reldihiswries rather than her own.
However, they were based on her strong family connections, with generations of her
extended family working togéer as market traderd=or theseparticipans, OH offered an
opportunity to discuss and give witness about a key place and time in their life. This was
evident in the research interviews and their OHs. During the research interviews, these

participant woud freely slip into telling their OHs.

Several of thevolunteers had been involved in recording their own family OHs or wished
that they had one of a relative. These were the ones likely to treat intes/gsprimarily a
legacy exercise. However, owelunteer, Fiona,viewed it more as a therapeutic exercise to
unpack feelings. This was an attribute also shared by several H&R®lunteers and HCPs
put the participantand the family at the forefront for different reasons. OH offered an
adaptable vehicle for determining what thparticipantwanted, as well as what the HCP and

volunteerperceived they wanted.

8.1.4Storying
By being recorded and thgarticipants knawing that itwas being recorded, the assumption

was that thiswas a historical artefagtand storyingvas central to the creationStorywas
omni-present in everything that happea within the process, from thearticipantfinding

out and agreeing to takpart via conversations with the HCP, to the interview being
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conducted and how itvas received by its audience. At each point narratibesh internal

and externalwere being created. If storying is expression and history is factual evidence,
the storyingwas everything in the process driven by experience and giving meaning, which
was not archived, and data driven. Storyimgas integral to all the interviewees narratives,
and it permeates throughout the findings. The evidence for this thesis is builboiestand
storying. In this section, storying demonstrates motives whichnatestrictly about

recording a family legacy but are more for the individual or the public realm. The research
interviewees refer to storying throughout, and it is implicit in ith@otives, especially when
adapted to something other than a familgcussed legacy recordingstart by outlining

how the different approaches to OH connect to the perceived audience whether it be
themselves, family or the public realinthen share thdindings on how storying was

integral toparticipants identity and their psychosocial being. | consider the act of

storytelling as motivation, and a medium to connect with and learn about other people.

8.1.4.1Selecting aaudience
The narrative adoptetly eachparticipantwas dependent on who they felt their intended

audience was, besides twelunteerinterviewer. There was evidence pérticipant being
motivated to tell their stories for their own benefit, their families and the public realm.
Notably,while all had some remaining family, how the OH was composed tended to relate
to how much it was aimed at a specific family memiatrticipans James and Tim both had
specific family members they were recording fdr:.| want to leave something for my

family that they can look back on and, grandchildren can find out about different parts of
Y& f RaficpantJdmes, 1§ want to make something for my soiso that he will know
Fo2dzi Y& tAFS YR y2653 ¢KPartcigahtTom, AR3Wist 2 y

they were open to the sharing their legacy with the public, their primary motive was to

share itwith familylY Sy AT Fyeo2Re S$tas slyida G2 A

F 2 NJ RaktidipantTom, 1y a L HR2 f S OVAE A U © ORartidipanl | y &

James, 2).

Participans Jake and Heather both had children in mind for their recordings but had

different interpretations of the concept of OH as personal legacy. Both had complicated

relationships with their children, and, correspondingly, the idea of recording personal legacy

was more complex. As a result. they viewed OH asfolh a way of leaving a madgad
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remainingandto shate storiesin the moment There was a desire froboth to pass on
stories so they were not lost, and for their children to learn from them. Jake wanted his son

to know the truth about his life:

LYR fA1S Y& a2y (2 KSINI AGPPDPGSOlIdzaS L
with butifhe'sontape§ U a 324 G2 1y26 AdGUa GNUz2S o6S
about anything like that no [laughs] oh he'd be surprised about some of the things |
dzZaSR G2 3ISO dzZll 42 6KSYy L 6SNB | e&2dzy/3

(ParticipantJake, 1)

The fatherson relationship figures heavily in his narrative, both in the research interviews
and OH. In the second research interview, his OH becomes an opportunity to understand

the meaning of money and social conditions:
...If you can get across to pple how poor we were then, to what we are now
yeah and when you say getting across to people do you mean whoever listens to it?

Whoever listens, | mean there is probably if there is people going to be listening to it
theyQ N®bably a hell of a lot yoger than me and they are going to be well they

had hard times
Yeaha 2 A0Qa YI{Ay3d adaNBE GKIFIGQa LI aaSR 2y
Yeah
(ParticipantJake, 2)
This narrative is adapted for passing to his son:

L OlFlyQli ol AlG F2NI Ye agKlI 2KEQANBBKSYSS
to what we used to have and how poor we were he might thank his lucky stars that

KS RARY QU tAQGS GKSy 2N GKAy3Ia gSNB fA]
it at all the concept of being poor you knowwhat Imé& L OF y Qi g1 A

hear it yeah.

(ParticipantJake, 2)
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Heather wanted her children to know her family stories and to be interested in family and
the past, rather than engrossed in their phon&bere is a tension here in the relationship

with her children involving digital technology and what she sees as a meaningless pastime.

What are your motivations for taking part?

SNXYZI 06SOFdzasS L t2¢S 3ASySrf23&s yR L 208

NBIFffe OFNB>X L (y2s GKFGQa aiddzZA R 0 dzi
on tape, because all my older generation are going, and these stdhege's sone
NAIKG OKFINIOGSNBR Ay Yé FlLYAfe ofldAaAKas

(ParticipantHeather, 2)

For both there is a communication disconnect with their children. Arguably, as a result, their
narratives in the interviews become slightigkew. Bottparticipants also relate to the idea

of their OH being used as social histories in the public reBlhair narratives are shaped by
reminiscence and wanting to leave their mark, but with their children in mind as a
secondary audiencé-or Jakehis manifessin the form of grizzly stories of growing up in a
RSLINAGBSR | NBI | yR NI O | CHehthsyHeathérisiared fahRlyistoriesl) a
of her ancestors and characters she knew through market trading, but largely avoids talking

about herself and &r own life throughout the interviews.

Participants Sarah and Ralph were the oldpstticipans and had the least close family to
give a recording to. Their motives were more genetady both enjoyed conversation and
liked the opportunity to put it one&cord. They were motivated by passing on stories from
certain times and places when they were happier. For Sarah, this was growing up in her
village and generatios-old stories of highway men and smugglers. For Ralph, this was his

career and his local kmdedge of his home city. Both bemoaned how these settings had

i KS

e 2

Iy

changed for the worse, citing new buildingsomewayi KAy 34 6SNBE f2aid ¢KS

who would listen to their OH or if it would be of interest to others. This changed for Sarah
on her firal OH interview, which was intended for her sister who was dying. She was

motivated to do this interview to talk about how proud she was of her sister.
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Compared in this way, thearticipants can be seen as on a spectrum from recording their
OH as persoridegacy for a specific audience, to recording a public history. How their own

story features in the history can fluctuate, dependent on who their specific audience is

Figurel4: Diagrams to illustrate the continuums of interviawdience narratives

Specific

audience Nonrdefined audience

Personal legacy Reminiscence/public history

Own story hiKSNEQ ai2NRSa

For James and Tim, their OHs were to the far left, whereas Jake and Heatleer

a2YSH6KSNBE ySINI GKS YARRESSES YR {FNIK IyR wlf
final interview for her sister). It is taken that this model will not always be carpeciple

YIe OK22aS G2 NBO2NR | @SNE |ListidEa? a(diencef SI I O&
and a public history for a specific audience, but this was not encountered in the study. This

model helps to understand peopg@motives for being involved and perhaps how to guide

them as to how to frame their narratives. The tparticipants who were nearest the

middle on this scale (Jake, Heather) also had the most problematic intervievee We

examples of where there was a potential specific audience, but they were tailored to as a
by-product of the stories thgarticipants close to shargandthere had been a breakdown

in communicationwithin their families

Someparticipant chose to talk about themselves whereas othanesdominantlyshared

other people® stories. In this study both females (Sarah, Heather) opted to shesab®out
themselves and more about stories of ancestors and people they knew. All the men (Jake,
Ralph, James, Tim) talked mainly about themselves in the research interviews when

referring to their motives. Usually when someone was recording a persorslyiégr a
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specific audiencsuch as family and friends,was by default their own story they shate

but anywhere else on the scale above it could become about ofbtoses.

8.1.4.2ldentifying and sharingbeing a storyteller
The psychosocial attriltes of the OH process and how tparticipant felt in the moment

during the interview, and throughout the process, continually reshaped their motives. This
section considers what the HCPs amdlinteers believed to be its benefits and whether
these were apparent to thparticipants as a motivation to take part. Fparticipant,
particularly those who were not recording primarily family legacies, stories were a way for
them to forge an identity as opestorytellers. Although their reasons for being involved
may not have been to solely share stories, taking part in the OH process enabled them to
foster and develop them. For the HCPs andubkinteers, hearing the stories was a way to

learn more about thearticipant and to give them autonomy.

Whereas the twa@articipants (James, Tim) who were recording their life story for family

recognised the value of the opportunity, they felt more pressure and were unsure about

what to say
XLQY | oAGlyySN©@2dza | O dz €
Ok a2 &2dz FSSf F oAl ySNW2dza 0SOIl dza S
yeah

YR &2dz ¢t yiXx
L R2y QG ¢yl (2 0S YdZRRfSR T2N) 62NRa
sure

along those sort of lines, like muddled for words and not really have much to say |
wantto have lotstosaybuR2 y Qi 1y 296 6K G LQ@S 321

Y2YSyis 6KSGKSNI GKSeqQft 6S +FtotS (2 O2IFE &

(Participant Tim, 1)

The other foumparticipant (Jake, Sarah, Ralph, Heather) were much looser in their

narratives and who it was aimed for, with it being a mixture of the self, public and family.
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Those who didhot clearly mention family as a primary motivation in the first instance all
presented stoies linked to their identity in a specific period in their lives, using the OH
service as an opportunity to reflect and reminisce. The stories all represented change and a
moment in time which thearticipantidentified with and had a distinct purpose, ahdd a

clear beginning and end, and perceived heroes and viliamsich also created the

motivation for the narrative.

C2NJ WFH1SzZ GKS 2ydza ¢t a 2y KAa az2ys ehdl2z RARYC
endured. Sarah criticised the newcomers te Willage she grew up in and hated how it had

been modernised and changed into a commuter belt. She talked at length aboladhef

the manor and several village stories about highway men and smugglers which had been

passed down generations. Her husbdrat died in his early twenties, so the history of the

village, before and during her childhood, was a time before trauma in her life, and one

around which she felt most control. There was a sense that if she didn't give witness to the

time and stories befre the village changed it would be lost. Ralph talked about his career

YR GKS OKIy3aSa Ay 20t KAaluz2NEB® |S g1 & 1SS
0S f2al0¢ O6LYUGSNWBASG mMOD IS g1 a ONRGAOKHE 27F
changedIn line with this he mentioned supporting a local library when it was threatened

with closure. There was a strong sense of then and now and us and Bogrhim the

knowledge he wanted to pass on was based on working conditions and opportunities

throughthe time of his career. Heather had a strong interest in genealogy and was keen to

talk about her family history and her time spent working as a market trader. Again, there

was a strong sense of then vs now, us vs them, younger vs older generations, and

specifically her children, who were more tech savvy but less interested in talking and
KAaU2NBE® LY GKAA YINNIGAGBS (GKS SySYthé&a ¢ SNB
opportunity to preserve reminiscences and the chance others might listen aftdsrgave

added agency for thparticipans. However, for all thesgarticipant there was a

generational disconnect and nostalgia for a specific time and place which was better or
misunderstoodSee Sction 10.5, p.21%or more context about nostalgia in oral historjes

There was a desire that these were the stories worth recording and of some benefit for the

selfandthe public realm.
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All thevolunteers were motivated to be involved in the service because they enjoyed
hearingpeopl@ A G2NASAY Gad2NRASazZ | ySOR2\luriteerS3A RS Y (
Richard, 1)and some of thevolunteerinterviewers had experience of storying from their

career background$t L QR | f g 84 KIFR 02yl diiwasiteyestadé 220 a
in hearing their stories basically, and | felt | had some ability to draw people out, | like that
(VolunteerKate, 1) These career backgrounds were eithetéaching,social work or

qualitative researchall using stories in differet ways:a { A GGAYy 3 gAGK &a2YS2yS
them tell me your story is what | did in my early career in a kind of $ethiNHzO i dZNS R T 2 NJ
(VolunteerLucy, 1)The only malerolunteerinterviewer was also the onlyolunteerboth

from a business background and still working. The other interviewers were from social or

teaching backgrounds and retired. His main motivation for being involvedoagise back

for the care his wife had received at the hospice. He was enthuseédnynlg stories, but

more from a local history angle. There was a sense of altruism and appreciation for learning

new stories:

X FTNRY | aStFAAK LRAYyG 2F @GAS¢e AG AABSa Y
other people older people in particular wheel mean | have this sort of thing where
LIS2LX S 32 2K &2dz {y26 W2tR LIS2LX S I NB 2dz
they've seen everything done everything they know everything so [laughs] if you
listen to them you will learn something so | aally - just getting out of the office for

that hour and doing something completely different to it...
(VolunteerJack, 1)

Challenging perceptions of older people and giving them the opportunity to record their

story was seen as both a legacy and seeihgactivity:

XL fA1S KSFENAYy3I LIS2LIX SQa ad0G2NASAE YR 2y 0S
ly2éXeéz2dz y2 f2y3ISNI1y26 6KIG ftAFS KSNB 4|
- £20 &2 dz2NBEG T KB2Y Qizadi2 dzZRX S A-ée@ fheiry A OS KS|

satisfaction at telling their own story

(VolunteerKate, 2)
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The satisfaction fromparticipants telling their story was central to HCR®tivations for

referring people to the service. The opportunity to give voice to the patient:

Oneofthefirst2 ySa L | OlGdzr t £t @ NBFSNNBRX KS alF AR !

aFAR WgSttf gKe R2y Qi er@Ez AISKIR avaorS0I2dz®&S SX &
FYFTAy3 AT az2YSo2Reé StasS O2dzZz R GF1S az2vysi

@2dz (Y26 Qi HFI2NBSWR2S 6SNBYy Qi GKSNB>X ¢S g
GKAy3a FyR ¢S Oly NBIFIR GKAy3a Ay o0221a od

I Olddzr tfe& R2yS GKIFIGQ L area WiakKFiQa FYIFT Ay
(HCP Judy, 1)

Thevolunteereditors Richard ath Simon were unique in that they listened to the recordings

0dzi RARY QU AYGSNWASGgd ¢KSe 023K KFER ol O13INRd
skills for audio editing. It could be argued that their prior interest in music was also

connected to storiesind creative interpretation. Spending time listening through and

making edits meant they heard all the stories on tape, sometimes repeatedly and in detalil,

such as when editing out a cough. They were both motivated by losing family members and

wishing theyhad their own recordings of loved ones

Some individuals have interesting stories so instead of focusing just on the noises,

a2YS LIS2L)X SQa tA0Sa INB | OddzZftte ljdzAdS Ay
Y2ald LIS2L) SQ&a f Asén§ to pdopletdthef than thérSriddtls ahd/ G S NB
GKSANI FFYAfe& odzi GKIFIGQa YlIaargSte AYLR2NII
had the samethingL YA &da GKS az2zdzyR 2F Y& 4AFSQa @2

know we have no recordings so that motivates.me
(VolunteerRichard, 1)

Whether a story is of interest to a wider audience than family and friends is consistent with
how the OH is collectively pitched and narrated. The existence of stories which are
temporal, conditional and flex to suit thgarticipant andvolunteerin the moment may not
translate well to a public archive. Sharing stories can be validating and for some of the
research interviewees this was deemed as important as the recording. The psychosocial

benefits of having company and being atwdalk or listen to a thirgparty was motivation
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enough. In these situations, the public access and preservation of the recording are
secondary drivers and may not have even been considered. Storying is separated from
history-making, with less understaimp of the purpose of the histonit is instead a vehicle
for selt and collective reflection. Thearticipants were supported in this pursuit by the
HCPs andgolunteers and viceversa. The/olunteers enjoyed listening and learning about
people® lives and the HCPs found it a way to build rapport péhicipants and their

families and to know the person behind the patient.

8.1.5Recording the voice and stories

Gt S2LX S KIYyR R2gy 2NIved ERR2Y/NRIS &) KISKENR dyTRK 20d&iS &l K
NB O 2 NRofuiRebrKaren, 1) The act of making a recording to be passed on as a legacy

and an archival document was a clear apparent motive within the study mentioned by all
interviewee groups. In this section | will firstly share the findingsrimseof leaving a mark

for the future and the impact for thearticipant to be able to talk and reflect. | will then

present the findings in terms of leaving a legacy for family and friends and particularly the
opportunity to leave a voice record, the lattbeing mentioned by several research

interviewees as a motive. Finally, | will share the findings in terms of the motivations for

sharing an OH for the public realm as a resource to be used by others.

8.1.5.1Talking and listening for the recordiggeflecting and enabling
For most research interviewees having a voice recording for the future seemed to be a key

motive. However, it was often unclear who it was exactly for, and to what extent it was for
family, the wider world or justhemselves. For some it seemed the act of talking and having
someone listen to them, with the knowledge it was being recorded, was reward enough.
Having a specific audience was either not as important or they valued it as much for
themselves to listen badk take stock of their life. The importance of it being recorded was
unclear. For some a conversation may have been enough but the opportunity to have it
recorded was certainly valued by many of the research interviewdas.was echoed by
Ralph, who, whn asked his motivations, referenced having a conversation with someone

about his knowledge of the area:
XgKIG 6SNBE @2dzNJ Y2UMM@AAA2ya F2N) GF1Ay3a LI

| was asked by one of the staff hdnel I I1
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Xand it appealed to you7 /77777

| just like people that like talking

Xh¥2 (GKIFIG o1& @2dz2NJ YFEAY NBlFazy FyR &2dzQ@S8

gStt KI @FYyIWG & 2 dzK

2Sff LQ@S tAPOSR KSNB yH &@SINB ySINIeée vyo
city verywell, I livedinthd K2dzaS GKI G LQY Ay y2g3 aAyOS
2dz0a1ANIA 2F wLX I OS yIFrYSezZ a2 LQ@S asSSy

NEFR GKFd LQY 2y GKSNB 4l a | 02dzi -$0KNBES
282dz2QdS aSSy ANEGBRENISELAE yIpdzRyA @®&K 2NJ y2i

(ParticipantRalph, 1)

The referring HCP also suggested having a conversation as his reason for taking part, and, on

being asked by Ralph if OH was appropriate for him, mentioned how adaptable it was as a
medium:
XK8dzad Sye2eSR dFrft1lAy3a NBFHffe IyR L at

opportunity to do anything you wanted in relation to talking to people what would

K2
L

AR

82dz tA1S (2 R2KQ !'YR KS al&aRElF @8 QRI Y3§ 5 I

totalktosor S62R& | 62dzi GKS LI OSa Ay LI I OS yli

LI GASyGa ¢gK2 L OFy GFft1 G2 lo2dzi oL F OS vy

but | can refer you to something | can get Jenny to come and talk to you about OH, if

| can get heto come up today would that b®OKg A 1 K 82 dzKQ | S &l ARI Y4

AFAR Wodzi LQY-AV2BA86NB2NG o6
aFAR WL GKAYy]l (GKSeé gAftf IyR (KSe& gAff
(HCP Margaretl,)
In this sense it could be argued that he was not only requesting a conversation but knowing
it would be recorded, an opportunity to reflect and share his knowledge about his home city
and the changes he had encountered. How much this was for Himrsalwider audience

was not clear in our interview, but there was a suggestion that he wanted other people to

hear it, perhaps as a social history resouicd: f 2 2 { S R hbavé knadwledge tmitii A y
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AT a2YSo02R& KIRyQU lodewihRne ¥ardl hawandafy Rior&aredh@re 2 dza U
f A1 S (Part&igantRalph, 1)The motive for being recorded as an act of reflection for the

self or others was also mentioned by one of the Chaplains:

Xe2dz2Q@S f SR 'y AyYydSNBalA about recerding this? dza K & 6
{2 a2YSGAYSa F2NJ 20KSNJ LIS2LIX S YR a2YSGAY

them being able to reflect on their life really what is it you know.
(HCP Keith, 1)

It is unclear whether recorded reflection can be seen as lifevewr simply an opportunity

to reminisce with someone about a particular aspect, such as the changes in the places
they've lived. The concept of reflecting is linkedtrticipants recounting their own
experiences or sharing the experiences of otheraviding that the interview is being
recorded, and not a private conversation between two peopteatesof performance
betweenthe narratorandthe interviewer, perfarmed alsofor who listens afterwards

whether this be family or as a public resource. TheBlections may be personal or more
social accordingly dependent on target audience. Ifghadicipanthas opted to have the
interview recorded and given clearance for it be archived with an understanding of what
that means, it is inevitable a thiqgarty audience is beingonsidered If the recording was
strictly an opportunity to record for themselves, there would be no need to sign the
Recording Agreemetior it to be archived. However, there may be joint motives to do it
both for self and others. Thects of self and social reflection, whilst not always singular, are
distinct with different motives attached. For self this could mean remembering and taking
stock, with social reflection, an opportunity to reminisce and be heard. The role of the
interviewer as witness adds another layer. For Ralph, he was keen to be interviewed by
someone else who knew [place nhame] and requested a white male, perhaps someone he
could relate with from his own experiences. This was known bydhenteerinterviewer in

advane:

All I know is he is called Ralph and Jenny said that he wants it to have a man not a
woman interviewing and he wanted someone from [place name] so he eould
obviously he is a local [place name] bloke and wanted to talk about [place name]

with somebodywho knows<
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(VolunteerJack, 1)

A motivation for several of theolunteerinterviewers in joining the service was to enable
others to be able to reflect and share their experiences, knowing the therapeutic properties
of being able to talk opdw to a thirdparty. This was given as motive by the Coordinator,

Jenny:

X £ 2 (voluntgers thé&ySome from a background that sort of maybe social

G2N]l 2 2F0SYy FNRY | oFO13INRdzyR 6KSNBE GKSeg
been a Samaritan a few of tvelunteed &2 L GKAY]1] GKS@QNB a2 N

you know and | think they just thdgel very privileged listening to peoples stories

and to help people leave something behind, in that same way really and they just

Sye2e &alLISyRAYy3a GAYS GAGK LIS2LX S FYyR L (KA

AGQa |t az2 | 62 dzindibns ahatNadily ynambérksay aftePviar@sS |

GKFG Oddzr tte AdQa | 62dzi ( KSeopiSdiBong & @2 A C

o001 YR aleé (KSeQ@S KSINR GKAy3a GKI G
YIAyte GKSe& ale&a AdGQa | LISNaA2yQa @2A0S

(VolunteerJenny, 1)

It was clear that for somparticipant having the voice recording was a core motive,
especially for those recording a family legacy. A less clear motive for gamigpants was

the opportunity to talk, reflect and give meaning to thexperiences with the secondary
knowledge that it would be recorded and could be listened back to either by themselves or

others, the act of being able to give voice and be heard in the present and in the future.

8.1.5.2Personalising as a form of enaf-life legacy
Being able to produce a voice recording was seen by many of the research interviewees as a

personal way to leave a legacy, especially when leaving it for family, apavitbipants

James and Tim. Recording the voice as an alternativeitmgvwas mentioned by both and

by other research intervieweedames, who had MND, was unable to write down his life
story and was aware his voice would deteriorate, so the OH service offered an opportunity

for him to vocalise his life stories:
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XlknewttSNBE ¢l a | ¢gle& 2F fSF@Ay3a KAalu2NE 0SK,
the MND Association with a view to filling it in, never got round to it but weren't
[hospice name] said there were this available | thought yeah it might be better in my

own words.
Xso you feel this might be a better way to do it then the MND appr@ach

More personal

(ParticipantJames, 1)

FortYz Al é6la Y2NB (GKIFG KS glayQid O2YF2NIilof S

Chaplain, Keith who referred him:

XL QR ¢ 2y RSIiNG Rat heanylizie akilekto do to leave cards or things for

his son as he grew up for significant occasions and he was talking about not being

able to...write very well, and | think something just popped into my head about well

actually recording your woe and having your voice for your son, might be a good

GKAY3 YR L &4lFlAR WKl A& Ftyeé2yS GFrtft1SR (G2 &2
KS alAR Wy2Q a2 L G2fR KAY | fAGGES oAl |
him as something, as I savhether something for himself or for his son or, | suspect

a combination of both, so | said well | would find out what needed to happen next.
(HCP Keith, 1)

For both theseparticipans, OH was deemed more accessible than writing, whether because
they were constricted by their iliness, or they did not feel confident in writing. Another

factor for some research interviewees was it may be harder or more upsetting to write

down personal memories compared to voice recording them. As the Chaplain, Keith pointed

out:

So if anyone for example with this person who was talking about what | would

review as legacy questions as to what...what might their children know about them,

their sense of missing important future occasions, they were particularly saying that

the¢ GSNBY QU FoftS G2 gNARGS | yeUKAYIDPDAE (I NUA

having their voice recorded, so there was something in this particular incidence of
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someone being able to, have something of them-setforded for... their children to

beable 2 tA&GSYy (2 FyR (42 (y2¢ a2YSIiKAy3
(HCP Keith, 1)

If having a voice recording served as a useful alternative to writing, it could also be used in
the reverse for those whose voice had deteriorated due to their illnessvélmateercould

then transcribe it or write a summary of the conversation to give as the family legacy

L Ifa2 RAR 2yS gA0GK a2YS2yS GgAGK YdzZ GALX S

© 0z

A

G2 oNRGS AG R26y a4 KS &l AR WNiLQNYRNSELMENSFK
G2 NBO2NR Al IyR (GKSY gNRGS AdQs gKAOK Aa

daughter who is nine and...his wife came as well and so that actually was a really

YyAOS AYiSNBASS 0S0IdasS KS O2dz Ry Qs aLISI |

YSY2NRSEA YR Al ¢l ax YSY2NRSa 2F GKSY o024
GKFd KSQR R2YyS ¢6AGK a2YS2yS StasS FyR (GKSy
3PS KAY GKFEGO FyR it 0KS 20KSNEAXIOKFIG g1 &

thatheO2 dzf Ry Qi NBYSYOSNJ 6dzii KS O2dzZ Ry Qi |
ALISSOK gl a NBIffe oFRft& RSGUSNAZ2NI GAyYy3IX

(VolunteerJune, 1)

O d

In this instance, th©OHA Yy 1§ SNIDA SsSSQa gAFS ¢gla | faz LINBaSy

memories. The transcript successfulgcame the legacy document based on the audio
recording. Having a voice recording was seen as more personal than other legacy items such
as photographs and memory boxes. Being able to hear the voice could offer comfort for the

bereaved in a more tangiblefmat:

Xxe2dz Oy R2 | YSY2NER 02E |yR LIS2LXS Oly &

Fa LISNE2YIlIf FYyR L GKAY{( LIS2LX SQa FSStAy3
NEO2NRAY3I a2 A0Qa GKFG FYR AG euppodedtza S € A

is so real for them to be able to just pop it on when they're missing their

e

a

a

Kdzaol YRKkGATFS gKI 0§SOSNI Al @etteBtiad yeahy@ Y dzOK Y

canlookatyouYSY2NE o02E odzi a2YSK2g Al oNAy3I&

heardldid 2F NBfFGAGSa alreée GKFEG a2 L GKAY]

113

l.j
Al



Smith, Samuel50272933 Thesis

(HCP Judy, 1)

For several research interviewees, being able to hear the voice presented an added element
to a family legacy which was unique in offering something which woillerwise be lost.
As James mentioned, it was better in his own words. A voice recording gives more context

and identity to the stories than writing alone, as mentioned by Geoff, the Chaplain:

CKSNBEQa (GKS @2A0S 6KAOK A divesaSHaike thairy LJ2 NI | y

@2A0S YR F2NJ KS 3INI YyROKAf RNBY YI@éoS$s

grandmother this was what your grandfather did so the schooled projectstiiegt
3SG 2yiG2 ¢6KIFIGd RAR 3INYYRRIFIR R2 (KS&QNB

this is what he is doing and those sort of things and actually it gives context into

6 KS
Pg2A0S KSIFNJI GKS atG2NRX GKSNBQa (KS gKz2f S

l.fl

Q9

LIS2 L) SQa tAFS Ayi2 6KSNB (KSe2Q@S 0O02YS TN

anR 6KI O OGKSANI FIYATfASAE INBX y2¢ GKIGQa
gK2fS Ad0Qa | I22R GKAYy3ID

(HCP Geoff, 1)

Hearing the voice in bereavement was mentioned as being comforting by several of the
research interviewees, although there were also acceuwftit being upsetting for some,
especially in early bereavement. The recorded voice became an ongoing physical presence
and a method for continuing bonds with the bereaved. Although bereaved relatives and
friends were unable to be interviewed for the sty accounts were given by some research

interviewees on hearing recordings of their own deceased relatives

L GKAY]l L FSSt FT2NIYS AdQa |faz2 | o2dz

LINE

YSYOSNRE ale FTFOGSNBINRa GKIF emoréibadzl £ f & A G QA
anythingelse LJS2 LJ S R2 O02YS o6F 01 FYyR &adlé& (KSeQ@ds

1Yy26% Fo2dzi GKSANI NBflF 0ADS o0dzi Ykoveft &

the past few years | found recordings of two of awell my two grandféhers and

i KS

GKS FTANBO 2yS L NBYSYOSNBR GKIFIG Yeé FFGKSN
NBIfA&AS K2g .2f02y KS glFa FyR AG ol a tA1S
F NGAOdzE S KS 41 & +a gSttd aé 20KSNJ AN YR
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sounded ike, completely forgotten | had no recollection of his voice and he died

when | was 15 and | found a recording and we are all on it and he had quite a quiet
@2A0S YR LQY aGNIAYAYy3a (2 KSIFENI KAa @2A0S
sounds juslike my uncle [laughs] but@just-A G Qa 3ISGHGAYy3I | LISNBRA2YC

back to me in his voice and that is what people say.
(VolunteerJenny, 1)

The familiarity of hearing the voice, its accent and articulation, was a powerful way to
remember thedeceased. Oneolunteerremarked on finding an old camcorder video of her
deceased husband with a short snippet of his voice recorded, and how not having more

motivated her to join the service:
Xwhat were your motives for becoming involved in the service?

Well you know that obviously my interest from social work but also | lost my partner
quite-22dz (Y26 KS gl a |jdAGS @2dzy3 Ay KA& nna
@2A0S> &2dz (y29 (GKS AYLRNIIYOS 2F GKS @2A
KS KIR 1ljdzZAGS | RAAGAYOUAGBS @2A0Sx a2 GKI
OKAf RNBY KI@SyQi 324 GKFGzZ Fff 6S FT2dzyR ¢
he'd thrown it out but there was no you know just the film and he must have been
0S0O012yAy3a 2yS 2F (KS OKAfRNBYy (2 02YS az
2yte GKAYy3I LQ@S 320 a2 eé2dz 1y2¢6 L 2dzaid (K
g2dzZ R KI @S 6SSy NBlIffteé AyaSNBadAy3ax

Xcould | ask you obviously you are under no obligeteanswer this at all but how

did you feel when you found the camcorder tape, listening back to that?

Oh yes well it was actually really emotive, you know it actually takes you back to that

you know and just thinking but it was also quite helpful youwnand | shared it

GAGK (GKS OKAfRNBY ¢gK2 IINBE 2f{R Sy2daAK y2g
OSt SONI G2NB NBIFffe NIYGKSNI 0KIFy allmeRanaz2 GKI
GKS 2yfteée g2NRa gSNB WwWO2YS Of2aSNMasi2 RIRRe@

you know because he was trying to obviously take a film but it was really good.
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(VolunteerFiona, 1)

For othervolunteers, wishing they had a voice recording of a family member also served as

a motive for joining:

Of course, we all feel ohmy goodides 6 K& RARY QU S R2 (KA& gA
YSFY Y& Y2U0KSNJI gNRGS KSNE YSY2AN a2 0GKI G
their voices you knowA 4 Q&4 KSIFNAyYy 3 (KS @2A0S L GKAY] ®

(VolunteerKate, 1)

8.1.5.30ngoing presencefor the bereaved and tharchive
The power of the voice of the deceased continuing was seen as being unique to OHInPSC by

the research interviewees. For twelunteers and HCPs, it was a major motivation for their
involvement. For severglarticipants it was also a key motivatipnotably withparticipants
James and Tim, who were leaving a family legacy, and also those leaving an archival
recording as a social history resource or solely for being preserved. Howleedio
participans being at the enaf-life it was a more sensite topic to broach and thus harder

to gain an understanding of what it fully meant to them.

The voice as a continuing presence was mentioned by research interviewees in other
contexts separate to OH, such as recording pe®@maswer machineessages so the

bereaved had a voice recording of the deceased:
XAl0Qa lo2dzi GKS @2A0S FyR 2dzad S@Sy ayaLlL
LQ@S 3J2yS 20SN) (12 az2YS2ySQa Kz2dzaS | yR NBB
0§KSY 0SSO0l dza Shadiakd thathas sb ifnfortaintko$hem because that was
GKS 2yfteée (KAy3a GKS@QR 320 2F GKSANI RIdAKI

recording we know the importance of that yes.
(VolunteerJenny, 1)

ParticipantJames, aware of thefiect MND could have on his voice, was also involved in
voice banking, which would allow him and others with MND to use recordings of his voice in

a computer aided system for when they were no longer able to speak
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XL 1yYSeé | 62dzi @2 A Odple with piy| canditbn, 6oBl@duitz@eBily 2 T LIS
lose their voice so...I was aware of it and asked about it and... because | bank my
G2A0S>s AF LQY y2i0 3A2Ay3 (2 dzasS AlG az2yYS2yS
means if | do if my speech does det@rate, then | keep my own voice, so that will
0S 3A22RX &2dz (y2¢ &2dz2Q@S 324G wmcnn aSyidSycC
St SOGNRYAOIffe YR (KS&@ &a2Nl 2F (Sftt &2dz

whenever you need it.
(ParticipantJames, 1)

The importance of hearing the voice was also mentioned in another context by Heather,
who bemoaned the text generation of her children and valued the importance of hearing

their voices:

We've got such silly stories you know and, the kids today they dand, they just

R2 y200ddOFNB @2dz {y26 AdQa tA1S SOSYy 6KS
GSEGKQ Ww2Stts L glyid (2 KSIN @2dz2NJ g2A0S8Qz>
wf I dzZZIK&a6 Wb2 L 2dzaid ¢glyd G2 KSIN &@2dz2N) @2 A

(Participant Heather, 1)

In both instances, the importance of the voice as a physical presence was apparent. Hearing
the voice is a way of continuing a relationship which feels physical and present. Hannah, the

Bereavement Counsellor, drew comparisons with photod srusic:

L GKAY]l AGQa 2dzaid KIFI@GAYIAXIKS LISNXIFYySyild NE
YSaal3a3Sa GKSe gl yi Oz2itstkéepighxpartofkthey (| G2 KI
NBfFGA2YyaKALI AayQi AGE ¢S KIFI@S LIK23G23INF LK
that they might keep, particularly nowadays we all have a camera we can use, but

just to have that voice | would imagine would be very very comforting to lots of

people

OKjust in terms of the you were talking about t@entinuingBonds framework, so |

guess the OH kind of fits in, how do you feel that fits in with that kind of framework?
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LG {AYR 2F AGQ&a l02dzi GKS NBfFGA2YyaKAL) Aa
O2y Ay dzSXGKSNBEQa Fftglreéa GKIFIG FSFEN L GKAY]
their loved one you know and they neveyou know they are really not going to, so

AT GKSe Q@S 320G az2YSGUKAy3a tA1S GKFG €tA1S L
particular | think would...no music can be really...moving and triggering and

comforting anddistressing and | would think of the voice in terms of the music really

of having a similar impact

AYR AY GSN¥xa 2F (GKS Y2dzyd 2F FTSSRol O] eéz2
1y2¢ LIS2LX S 6SAy3 dzZJaSi K2¢g 2FGSy R2Sa (K

Xnot very often | thnk because | would imagine for a lot of people it would be quite
L2aAGAGS YR AGQa y2i ySOSaalNAfe& a2YSOKA

(HCP Hannah, 1)

Referencing th&ontinuingBonds framework, here OH was viewed as a powerful medium
toprovidel y 2y 332Ay 3 LIKeaAOlFf LINBaSyOS Ay lioS2 LI} SQ:
can evoke both comforting and distressing feelings for the listener, especially the bereaved
whenreceivinga family legacy. The extent to which the research intervieweeg wer

motivated by the idea of OH being an ongoing presence in bereavement, or its use from

within the archive and their understanding of how it could affect the listener (particularly

family) varied. Clearly for several of tharticipans they had notompleely factored in

that it could raisea spectrum of emotions for people listening. Naunteers and HCPs, by

contrast, who had more experience of the service, seemed to have a better understanding

of how it might be receiveddowever, some were still leming about the multfaceted

possibilities of OHINPSC, as witnessed in the first section of this chapter.

The reuse of OHs as a public resource and the idea that they would be listened to by third
parties (the general public rather than family and friends) was an indirect motivation for
many of the HCPs andlunteers and some of thearticipanss. It was perhas only during

the research interviews, when they were asked how they felt about their OH being archived
and being used as a public resource, that this became apparent to some. The opportunity

for their stories to be reused was welcomed and perhaps shapeticipant narratives in
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further OHs after the initial research interview/Qdvean enhanced understanding of OH

GXL GKAY]l AGUa oNREtEALFYyGd L YSIY AT | 204G 27
g2dzf R 0S alGAfft | {A@BS AF/2 LISEPArdziGANmKkdSLELISIOEA T 0 K S
8.1.6 Sectiosummary

The motivations of research interviewease here built on the premise of prior and ongoing
knowledge of OH antheir individual and collective identity in the process. How stories are

chosen and developed and the opportunity for reflection and a physical archival document

is recognised and embracedowpatrticipant wished to be remembered by their family as

a continuing relationship and how the archive could create the potential for new

relationships evolved through the proce3here is the understanding thaarticipants take

part with several mtivations in mind, for themselves, family or the public, and the order

and importance or accessibility of each of these is set by their primary motive. There is the

risk of confusion between personal and public stories when motivated by both. OH offered
anopportunity for selfreflection, family legacy and public witnessing. It was viewed as

comforting but with the potential to be upsetting for all involved, particularly the

participantand their family. The personalised nature of the voice and its recgndis a

novel and unique way to preserve and showcase history and could be adapted in numerous

ways.
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8.2Experience

8.2.1Background
Thissectionfocuses on the interview experience and how fieaticipants and thevolunteer

interviewers found the process. Integral to the experience for all involved is the concept
that oral histories are being recorded with the enfllife in mind. As already covered in the
lastsection the participants were motivated by both recording famyilegacies and sharing
more general reminiscence. ThEsctionconsiders the connections made pgrticipants
during the interview experience what they remembered and communicateahd how this
was shaped by their illness and own sense of mortality.  feagors raise questions about
what is deemed interesting or not by boffarticipants andvolunteers, and how their
narratives are constructed in terms of planning, identifying and locating their stories and
memories. In some cases what they choose totomas as interesting as what they
included. The relationship between thearticipantintervieweeand volunteerinterviewer is
examined and howolunteers prompt theparticipant ¢ whether they approach the
interview as a conversation or more akin to a mtmgue. Someolunteers were able to
relate to participants better than others. Thisectiontries to unpack the reasons for this,

whether they be generationasocialclassbased or due to individual preferences.

8.2.2Coconstructing in meaningaking
In this section | look in more detail at the-construction between theolunteerand

participant How theparticipant recording nordefined legacies perform as storytellers in
contrast to those recording family legacies following a more rigigcstire, and how the
participant reflect on the process of recalling memories during, and after, the interview. |
also look at ceconstruction as being cross generatiogdiow participans and the
volunteerinterviewers relate to each otheand how age ifferences can change the
interview dynamic. Finally, | illustrate the different interviewing styles ofvblenteers and

how they impact on th@articipans and interviews.

8.2.2.1Performingg being interesting
On askingarticipantSarah if theravasanyone else, she waetlto hear her OH, she

replied:a2 St 3 y2 GKS@QNBLO@S R RAGASHR 200K § W 214t A G
YIye Y2NyAy3a fA1S GKAaA Y2NYyAy3d ofl dZ3Kae y2
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(ParticipantSarah, 2)This illustrates the way that all th@articipans (Jake, Sarah, Ralph,
Heather) who were in some way recording a raefined legacy in which the public

audience was apparent beyond family, all performed to some degree for the riegord
Throughout the research transcripts, there is a common theme which occurs around
narrative being deemed interesting or not interesting. HCPs often refer someone because
they feel they have interesting stories to share. Hearing interesting storiels,asulocal or
social history, is also a motive feolunteers. Volunteer Kate remarked on this point with
Sarah:

{KS RAR ateée (2 YS I 2yS LAyl WL R2yQli (K
so | thought it was as good and interesting for herg@arn more about her village
FYR Fo2dzi GKS 41 NJFYyR aKSQa (2fR YS |ff &

necessarily all about her but do tell her story as well
(VolunteerKate, 2)

The act of something being designated for a public arctigates an inherendesirefor

interesting stories or memories. Fparticipants James and Tim, who were recording family

f S3IFOASasT GKAA stpposdup tha poditdit could e Bofiry $oNdfiyoned

2dz0 AA RS 27F ( KS.WhatiydeémKisterestMy: isy & dolirse Hsubjective, and

so there is a risk gdarticipant feeling their stories are not interesting enough or thatréhe

will be a lack of interest fromolunteerinterviewers or their future audiencéPeople are
funny.thy 34 @&2dz R2y Qi GKAYy]l (GKS& IINBE AyuSNBaaGSR
YAOS FT2N) GKSY (2 1 yeFarticipatSatah, QSatah payficularly GickiNE f S a
up on the idea of the purpose of the OH and continuously intwere research interviews

tries to make sense of what might be interesting to others. In her final interview she

concludeda 2 St f = y2 LQ@S F2dzy R A @méRiatéresting § SNBaGAY
0SO0I dzaS &2dzONBE AYyUGSNBAaGSRIKY BXNRBNY ZAREI 2 Fo K
(ParticipantSarah, 3)Similar statements also came from Jake and Ralph, both of whom

were taken with the idea that others would have an interest in their stoe$: KS gl & A0 ¢
Lz dddg KSy L 32 S @nSddiing someftihg RRinsl for soneliolly e¥eS = L Q
G2 NBaSINOK ¢ Al KPartickhaniRalphyL\liithesethied pRrticipaRtSwere €

living on their own, with suggestions they were lonely. For them, the opportunity to be able
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to share somethingl@out themselves which was of interest to others was both novel and
possibly dignifying. It gave the opportunity to be remembered in the future, when perhaps

they didn't feel remembered in the present

GLQR 2dzaid tA1S 2 6S NPSSYDQRKERDPDPS SO HrL B
it?2/ f 2AaSR | 02271 2y YS odziz AF LQ@S 324 | ¢
GKAy3a tA1S GKIFIG ofldaAKaé A& g2dzZ R 0S 0NR

(ParticipantJake, 1)

As storytellers they could decide what wasamrth to share with a public audience. For

Jake this was the poverty and social conditions he lived in. For Sarah this was the changes to
the village she had grown up in, and the stories which had been passed down, and for Ralph
this was the knowledge head acquired through his career and about local history. Heather
also performed for the publjbut lived with her family so waserhapsless isolated than

those mentioned above. However, she felt isolated from her family in terms of being a
technophobe and the fact that the rest of her family communicated by text rather than
speaking. For her, the stories worth sharing were of past generations, hdreiamilyhad

all worked together and there had been a much clearer sense of community.

8.2.2.2Reflecting
What theparticipants remembered before, during and after the interview could be seen as

different stages of reflection. Before the interview tparticipant planned what they

would say to varying degrees. Rmarticipants James and Tamecording family legacies

came in the form of making notes (James), or conversations with the Chaplain (Tom), to

ensure they left fitting legacies for their families. For otparticipant there was perhaps

less planning, but it can be assumed that tladlyhad some forethoughts about what they

might talk aboutParticipans whoappeared to pan less tended to talk more about

GKEFEGSOSNI OFYS Ayidi2 GKSANI YAYR&A RdzNallyedh Ay (G SN
got a bit upset like but...they wereondm YAY R YR GKIFGQa ¢KI G GKSe@
GKFEGSOSNI g1 a 2y Y& YAYR | YR ( Klaricantlak&2) i 6 S NB

For Heather there was a lack of personal reflection during her interview, and she chose to

tell stories about othes rather than herself, as mentioned by her interviewer, Fiona:
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2Sff FTNRY 6KIFG L O2dA R 3IFGKSNI aKSQa Ay dSN
historyandso I thinkshewA & | & a2NI 2F R2@SOFAfAy3a Ayl
GKF0Qa ¢Ke dctive bzdadsy sRdisaviitas jisE. Tobking at people and

reporting back

people in thér situation ratherthanhesX L GKAYy 1 GKFGQa 6KIF G L
of thought at the end | really don't know Heather.

(VolunteerFiona, 2)

Heather picked up on what she could have talked about after the interview with the

emphasis beinthat the interviewercould havegorompted her more:

You know and then afterwards you think of other stories that you should have said
GKF(G 22dz RARF QE2&NBS &WRR | 062dzi Y& OKAf RK

mentioned my childhood growing up there
(ParticipantHeather, 2)

For Jake and Sarah, the OH brought up upsetting memaories about family loss from the past.
It is perhaps useful for theolunteerto talk through issues like this before the interview

with the participantor the HCP to assist in planning who and what should be mentidhed
could also be usefualfterwardsto check how reflection may have impacted on the

participant both in talking andistening back (as discusskder in the Outcomes section

8.3), then to ascertain whether they need further support or if edits need to be made to the

recording before sharing with family.

8.2.2.3Relating
All theparticipants and most of thevolunteerinterviewers remarked on how they enjoyed

their interview experiences. For thelunteers there were specific reasons why some did
not enjoy it which will become clear in this section. The primary reason given by the
participant as to why they enjoyed ¢hexperience was the opportunity to leave a personal
or public legacy. How thearticipans andvolunteels related to each other and got on was
revealing on several fronts. Clearly, thought had been put into howdtheénteers and

participans were matched by the Coordinator, Jenny:

123



Smith, Samuel50272933 Thesis

XLQY y20 &adz2NE K2g L R2 Al 0KSNOD@er 2dza (i
or anumber ofvolunteeld O2YS (2 YAYR YR L REwwQl (Y2
have a feel for who will work bestwithwlio | YR A G Q& S@Sy 320 G2

picked onevolunteerstraight away for a patient and it turns out they knew each other.
(VolunteerJenny, 1)

The point of them being wethatched was also picked up pgrticipantRalph, who

interestingly did haveeveral things in common with hislunteerinterviewer:

Xe2dzQ@¥S Sye22@SR R2Ay3 (KS AYyiSNWBASs yR O
enjoyabl&

One...the person who was doing the interviewing was convivial pleasant, we had a

background what which fitted eaabther, so it was very easy
excellent

but | think that was the cleverness of the girl here, knowing whovo@inteers were

and matching the two together.
(ParticipantRalph, 1)

However, a couple of theolunteer participantconnections were less strong. For Jake,
interviewed by June, and Heather, interviewed by Fiona, there was a disconnect. The exact
reasons for this can only be assumed and could be for more subjective beyond the remit of
this study, howevefor both there were similar issue®oth interview scenarios were over

two sessions which was a positive, suggesting there was some connection for the process to
continue. Both scenarios included interviews in which plaeticipantwas bedbound, which
created unease fathe volunteer. Jake was the onlyarticipantbased in a nursing home and

did both interviews (and the research interviews) from his bed in a room with the curtains

closed. June quickly picked up on the setting:

PPPEKSY LQR S@Sy i dns]i dideactibly tind Rwas dite a hifel OS wf
nursing home it was bright and airy and all the rooms seemed light until | went into

his room which was a lovely sunny day and all the curtains were closed, it was
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actually the first time | have ever felt unconnfable of going into a room to do an

interview, it wasOKbut | did initially feel slightly uncomfortable, | think possibly

because it was dark it was the end of a corridor there was nobody about, he was in

0SR RARY QG tA1S | yecomdinadndl gidntt quiiekkribw ®He® Y 2 dzi
was going to find, but in fact he started to talk and told me things, | did wonder why

KS 4614 R2Ay3 AGKS LRARRWRYQGaE 52 6l 2 KRS R2AYy 3

to his family.
(VolunteerJune, 2)

CA2Yyl NBYFNJSR 2y I AAYAf I NI LINBRAOIFIYSYyl Ay K

home:

Well | thought because she was in bed | thought she was poorly so-lfelaas if |

was actually putting something on her really, and you know | think | digiaay

1Y26 LQY y2G adaNB AF GKIG ¢l a 0SOFdzaS A
1y26 U4ULQY KI LR (G2 O2YS o6l 0] &aK2dzZ R &2dz ¢
1y264 azXx

(VolunteerFiona, 2)

For Fionain her second interview with Heatheconducted on the sofa in the living room,

A4KS YSyGAzya AaadsSa oAGK | SFGKSNI NBOSAGAyYy 3 |
we were you know in the lounge so, but that was also the time when we got disturbed by

the phone a bit (VolunteerFiona,2). These issues with the setting and interruptions were

not, on their own, likely to cause disconnect but remain worth noting. Perhaps a more

interesting finding was that these were the two interview relationships in which the motives

were particularly on-defined, and theparticipant (Jake and Heather) were younger than

the volunteerinterviewers as outlinedh Figure 15
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Figurel5: A table to illustrate age differences in different interview scenarios

Age differences in different interview scenarios
Participant Public/undefined legacy Personalfamily legacy
Jake 4 years younger than Vol June
Sarah 22 years older than Vilate
Ralph 22 years older than Vol Jack
James 4 years younger than Vol June
Heather 15 years younger than Vol
Fiona
participant6 - Tom 25 years younger than Vol Karen

Both had less clarity in their understanding and motivati(see sectior8.1.3).As well as

being younger than thewolunteerinterviewers Fiona and June, there were issues as to

how they relatedc a distance to the topics covered, how thielunteersreceived their

narrativeandapproached the interview in their interview style. Botblunteers adopted a

handsoff approach in terms of prompting the interviewees, choosing to let the

interviewees decide what they talked about. However, as a result, bdtinteers seemed

dismayed with hovithe participantslake and Heather delivered their narratives and what

GKSe

X
Y I

OK2aS (2 F20dza 2yd CA2Y |

FSt0 AYRATFTTFSNE

Yy R {iyEu-kido@ that came out you know, for you or | may be workiag

NJ] SG GNIF RSNJ g2dz R

unpredictable, she liked that

Wdzy S

X

a
A

¢

KFR AAYAT I NI NBASNBI A2y a

a

2YS 2F GKS (KAy3a
G N

0S KSff

82dz 1y26 wfld

(VolunteerFiona, 2)

K S laught] BheyYWé&e duite2 dzii 6 S
Baaiayda F2NI KAY KSUR KI R f A

Fo2dzi WI{1SQa o6

I NB dz3 K
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FANBO GAYS LQ@S NBlIffe GK2dAKI LQY y2d ad
anything about all this, he'd had quite an interestifg$ L QR al & @

(VolunteerJune, 2)

Perhaps because of Jake and Heather being younger (although still middle age) than their
interviewers and having nordefined motivesled in some part to theolunteeiQ a

detachment and indifference about the interview=ollowing this theory, it could be argued

that the nondefined legacy interviews in which the interview relationship was strongest,
Sarah being interviewed by Kate and Ralph by Jack, were also the interviews with the oldest
participant (93 and 82 respewtly). When the legacy is not defined and what will be talked
about possibly less planned, and when someone is older (over 80), it may be argued that
they are more likely to be revered by thelunteeHCP and thus the interview will be more
likely be sucessful in its construction. There is an acceptance that tipasgcipans can

reflect on a whole life spares mentioned here by HCP Margaret who referred Ralph and

had developed a strong bond with him:

XKS g2N]J SR Ay wLXFOS yIYSe Fa | &ttSavyly
meant a lot to him, maybe he was coming toward the end of his life and he was

pondering on a lot of thingsand memories f 20 2F YSY2NASaAZ KS K
Tl YAfeX

(HCP Margaret, 1)

For Sarah and Ralptiey were not only the oldegtarticipant but also both lived alone

and were bereft of company. Despite Ralphrgeinterviewed on both occasions in thay

centre, he was keen to do more athonme:¢ KS | OlGdzZl € Ay GSNIBASGHESNI | YR
that well that we will do it at home if he needs.¢dInterview1). He also suggested he could

do further research intervies with me at his home (neither happened due to him dying

shortly after his OH interviews):

XAF @2dz KI @S GAYSI Al ¢62dZd R 6S NBIFHffte yaAOl
fAAGSYSR (2 @2dzNJ NBO2NRAYy3Ia | yR ueeldzQdS R2
Fo2dzi Adr GKFEGQa |.ff>X odzi aSS K2g¢g &2 dzQNB
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Well, 1 would suggest that conversation would have to take place at home.
(ParticipantRalph, 1)

For bothparticipants Ralph and Sarah, the OH experience was a big success despite their
non-defined legacy approach. Tom was the youngest and based on his settingabients,
the closest to the enaf-life. His interviewer Karen found the interview challenging due to

his young age:

Xwell, it was a very difficult one because | think that the tignan was quite a
young gentleman actually found it particularly difficult because he was about the

alryS |13S a Y& a2y FyR a2 L F2dzyR GKIF G @S
(VolunteerKaren, 2)

However Karenalsorecognised it aa powerful way to assist him necording his family

f S 3| falev¥ry privileged to be doing it, that this person was sharing not with me with

KAda FlLYAfE& yR gl yiulgtRview?). GFf 1 o02dzi KAa £ AFS
8.2.2.4Prompting

It became clear from interviewing thelunteers that they hal slightly different

interviewing styles, which related to how much they chose to talk and prompt within the
interview. At one extreme was Jack, who adopted a much more conversational style. This

seemed to suit his interview with Ralph, in which the formobthe interview was more akin

to a reminiscence session. This approach was established before the interview:

Xhe is a local [place name] bloke and wanted to talk about [place hame] with
somebody who knows. | mean was born and bred in [place name] sduilyple
know some of the bits he knows, and you know so maybe we can reminisce or talk to
d2YS RSANBSX

(VolunteerJack, 1)

With this interview being for the public archive rather than fantihe fact that the
interviewer talked moreon the recordingvas less of an issue. For family to hear the voice of

a stranger giving their recollections is perhaps not desirable, but clearlyatieipant
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wanted to have a conversation rather than be splptompted. The Coordinator Jenny had

picked up on this dilemma previously with Jack:

X | O2dzLX S 2F GAYSa L GKAYy]l WSyye KIFa atl A

early offshesortofsaidl  YSIy AdQa (GKS Ofl dairi@®@ GKAyYS3

AGQa y20 Fo2dzi @2dz AGQa 062dzi GKS LISNRE2Y
0SOFdzaS A0Qa GKIG GKSNBQa ltglea +y Slae

talking about local abouplace namejvhen you are talking to the people and then
go and trey are talking about thfplace nameli KAy 3 2NJ a2YSGKAy3 X
KFE@dS +y AYGSNBadAy3d ad2NB odzi AdGQnmt y2i
is pretty enshrined in my head to try not to do that and if | can definitely not do that
anyy2NB a2 eSIFIK GKIFIGiQa a2 L 3IdzSaa L KI @S
RARY QO 1y2¢ l02dzi 60ST2NBO®

(VolunteerJack, 1)

He mentioned how interviewing style had been discussedratantvolunteermeeting as

well:

XGKSNBE o6l a holuéeBiiy FSHAYRY GIKA |32 | yYRX20¢

were talking about their experiences and one thing and another and it was very

apparent to me that virtually every persenvell not totally- there was a diversity of

way thatpeop S AYISNIASHSRXFYR GKSNB g1 a-2yS 2N
L &2NI 2F &FAR &a2YSUGKAYy3I FyYyR L ¢l ayQia SEI
comments | thought olOKG K 1 Q& 20 OA 2-deXKfl & @ER2INdzZI RF 6 RN RY ¢
reverberate well with thatpslB 2y L OlFy aSyasS GKFdG € 0K2dz3
O2dzZA R aSyasS (KIFG a2 (GKSNX 200A2dzaf e XiKSNE
GKAY]l GNHziK 06S G2fRX L R2y Qi GKAYy]l] GKSNB

(VolunteerJack, 1)

Othervolunteers had different approaches, with June being at the opposite extréme: f A 1 S

to speak as little as possible, I think it's their story it's not my story and if you prompt them,

@2dz YAIKG fSIFR GKSY (ValyhtediJkre, LKa@vgsIonRWhEEB D (G A 2 v X ¢

between in her approach:
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gStt AlGQa GKS aryYS gAlGK Ffft GKS AYy(iSNIBASH
AYOGSNNHzZLIG AG Aa F LINRPofSY YR L R2yQi 2

(@]]
(00}

we were encouraged to be and | haveked to Jenny about this and she agrees that
a2YSUAYSA AGQa y2G NBtSOFyid odzi azyS LS2L
Y20KAY3 of  dZAKa6 X 20Q0A2dzatée &2dz ySOSNI at
about because | lived in a similar sortofivill S®Q L R2 GKIF G | FGSNI G
GSYLIWiAYy3 a2YSGAYSa 06SOldzaS &2dz FAYR GKSe
experienced exactly the same, you have to shutup, an8lid0 JA 2 dzaf & 6SQ@S ¢
told to express everything by you kn@NA YI OS&> A0 Q& ljdzAGS KI NF
think in a way if somebody is talking, just another voice sometimes makes it feel

more natural.
(VolunteerKate, 1)

In this sense a continuum of interviewing style can be suggested which fits to the different

interview formats as shown in Figure 16

Figurel6: A diagram to illustrate the continuum of interviewing styles

Minimum prompting (June, Fiona, Lucy) Talking more (Kate, Karen) Conversational (Jack)

()

Familylegacy/mesages (James, Tim) Both (Jake, Heather)  Public reminiscence (Sarah, Ralph)

If an interview was more for the public archive as a joint reminiscence on local history, as it
gl a F2N) wlhfLK FyR WOl ABartiGpandRalph, 9lR2daddor 6 St £ Y
participants James and Tom, it was predominantly a family legacy, then it was beneficial for

the volunteerto speak as little as possible as {harticipants voice had added importance.
Recording messages for family, although not encountergdisnstudy are includead the

continuumto illustrate the pointWhen the interview was in the grey area of being a

mixture of bothfamily and public facingt could help for thesolunteerto talk more to give

more direction in their prompting. This was mentioneddayticipantHeather:

What do you think could be done differently?

130



Smith, Samuel50272933 Thesis

PPdPL R2Yy Qi 1y26 YI&0S AT GKS AYyUGSNBASSHESNI
oK

fA1S @2dz aFAR 6S RARYQG GFf1 Fo2dzi Y& OKA

maybe you know...
right OKyeah so having a bit of it might have helped You

More of a struture

(ParticipantHeather, 2)

This was also picked up by her interviewer, Fiona who questioned if she couldpaken

in the interviewmore:

XL OFyQil LAYLRAYyG GKS o0AG GKFG L gla RAAL
suppose that | just expéed it - otherwise she just went you know a series of
AyALIISGa 2F ad2NASaz yR @SIFIK FYR YF@oS L

know

what to

82dz 1y26 | o0AG Y2NB NBFtSOUA2Yy @&2dz (Y263
be hard you know durrdu€2 e 2dz {1y 26 X

(VolunteerFiona, 2)

Similarly, Jake could have possibly benefited from more prompts and steering of the

interview:
XL dzaSR (2 KF@S | 204 2F | OOARSyGaz eSS ¢
horrendous and some, damn right silly butth&® & € £ L O2dzZ R GKAY]

come back to do the second interview | says can | go back in time and tell you about

how poor we were and...you know how we used to live and...

(ParticipantJake, 2)
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Both theirvolunteerinterviewers (June, Fiona) were unsure as to whyphsicipans had
chosen to record their oral histories and who they might be for. There was arguably {ess co
constructing between intervieweand interviewe in the process in comparison to the
interviews with the olderparticipant Sarah and Ralph, for whom the OH process had been
adapted to suit them by thgolunteers and there was less of a grey area as to whether it
was for a family audience or the public archive. Both thedanteers (June, Fionayere

from either educational or social work backgrounds which perhaps lent itself to having a
more handsoff approach in their interviewing style to giparticipans more autonomy.

June had much better results with this approacinterviewinganother paticipant James

recording a family legacy:

He'd enjoyed the experience and he said you only prompted me just enough [laughs]
L ¢l & FfNAIKG 0SO4LdzZRR yIQGa MR SL (RA RayF Bl Gf2A2
y2i Y& aid2NE A (ahérthat Kepdensl, fehr? tNagy weare/&y nic€ R

(VolunteerJune, 2)

WEYSa ta2 YSYdA2ySR KSNIAYUGSNBASGAY I | LILINRI
Ay (0KS N Irikeiviewr2). Ndv€vér As2alyeddy mentioned this approach wodke

less well in interviewing Jake for a ndafined legacy. In contrastplunteerJack who had

the conversational approach, was from a business background and less concerned by the

ethical guidelines for interviewingnd treated nterviews on a casby-ca® basis.

It is accepted that the interview is a-construction between therolunteerand participant

and thought is needed in how they are matched. Considerations include age difference,
social background and interviewing style. Also, it is importantifere to be a clear
understanding from both parties as to the reason for the interview, if it is meant solely for
family, or for the public archive, or both. Reflecting on the process before, during and after
can produce unforeseen memories for tharticipantand complications for thgolunteer,

and it is important there is awareness of the possibilities and a support framework for both

participantandvolunteer.
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8.2.3Framingmortality

8.23.1 Setting linked to mortality
The five different settings for the OH intervieyas set out in the&Chapter 7 all represented

different stages in how closeparticipantmight be towards the end of their lifas

illustrated inFigure 17

Figurel7: A diagram o illustrate the OHINPSC settings relating to the-efilife

Activity based Activity based (more ill) Last opportunity

T/

Hospice external venue  Day Centre Home/Nursing home Inpatients

Home based Institution based

Asillustrated and could be expected, people based in nursing homes and inpatients who
were institution based tend to be closer to the enttlife. At the hospice external venue

and within theday centre, OH was offered as an activity alongside other pursuits

therapies. It was offered as something to do and avelhg activity alongside painting,
music workshops and genealogybioth venues, and craft making and physiotherapy in the
day centre. At the hospice externanue,OH was open to anyone with igeHimiting

condition and also carers. It was usually the first stop for people before they were involved
with other hospice services such as theg/ centre. As a result, it could mean people had
more time and there was less worry about health deteriargtVVolunteer Junenentioned

there was also less of a pressing need to record an OH as\iév andhad encountered
someonepreviouslydza Ay 3 A G (2 KSfLI GKSY g NweRijustao 22
means | feel of giving him the informatignNA (i G S y(VoRrgegnlupe2). It was also
suggestedy Junehat it might be a good way to record the OH earlier as there was less
emotion attached. Potentigdarticipants using theday centre were identified as being at a
point where they wereaelatively well but starting to become less Jitne OH service offered

an opportunity for them to reflect, but with less urgency compared to thosénpatients:

L 62N] Ay GKS RIe& OSYiNB ¢6KSNB LI GASyGa

energy | suppose and the capacity to be able to do things and what most of them
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want to do is leave something for their families or a mark in some way or yeah sort

of not necessarily a present but sort of a reminder | suppose for some of them and

GKAAa A& GKS 0Said ote 2F R2Ay3I Al L GKAY]

i K S ¥effect a lot more so they are more in the position of thinking actually yes |

look back at my life and | want to put it down or have it recorded forfamyily.
(HCP Judy, 1)

There was also more opportunity for them to have discussions with their faraitié$ook

at photo albums or diaries which could then be used as prompts

A

XljdzZA 0S 2F0Sy e2dzQff FAYR LIS2LX S Attt O2YS
GKNRdzZAK YéX 2fR RAFNASAE 2NJ Yé | fodzra 2NXA

Y2 NB i KA ykBahxilfafmities inbre because they will sort of start thinking

2K ¢KIG KIFILLWSYSR Ay moptH oSttt L ogAff KI GBS

some more discussion and memory sharing, at home preparing for it as well for a lot

of the patients.

(HCP Judy, 1)
Theday centre was viewed as somewhere which improved quality of life for many:

| think often it gives these patientst opens their minds up coming here, they access
lots of different therapies. They know that we will alsslp with symptom

management, and | think that hopefully, well, many do say their quality of life

improves
(HCP Margaret, 1)

People could concentrate ohavingcreative autonomyandsocial interaction with others.

OHin this setting was available within a spectrum of reminiscence activities

XgKSYy LIS2LX S dayzeni®] andy.jis? goingkinfo the activity room its

great in there, because you see them all buzzing and concentrating on their own

thingandchath y 3 G2 SIFOK 20KSNJ I &a ¢Sttt | yRoOP&SI

been really trying to reach this gentleman who is very closed, and he just felt very
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sad since his wife died and...you know I said to him | think your wife would want to

know that youare having some sort of quality and not giving up because she's not
KSNB>Z yR lyeégle L gAfft y224 332 Aydz2z OGKIG
led him up the path of going into theldqy centre] going into therapy room, making

some things thain memory of his wife, and he did that and he gave them to his
RIFdZAKGSNEZ YR KAA RIFdZAKGISNER O2dz Ry Qi 0S¢

for them because since his wife had died he had just completely closed off.
(HCP Margaret, 1)

This vas echoed byparticipant Heathex ¢ K2 &l ARX aL t2@S AdG FyR &
back to life again, given me something to you know...go for and just the meeting of the
LJS 2 LJtPariciantHeather?).

Whereas theday centre and the hospice exterhaenue offered sociable outlets, research
FTAYRAY3Ia &dZA3Sad0 GKIG AYyGSNBASga O2yRdzOGSR A
sometimes with people who were isolated and possibly lonBig.participant Jakein a
nursing home who was bed bound anery isolated, was referred by the HCP because of his
low mood rather tharfor palliativecare ¢ X 1 KS y dzZNBES KI'R NBETFTSNNBR KA
L R2y QG GKAY]l KSUa 320 lye LIEtAFGADBS ySSRa
offer him sonething psychologic& ¢ o6 1 / t .Skverél HEPE anmilunteers
mentioned that people interviewed in their own homes wanted company. @Gienteer
gave an example of returning toparticipanQa K2YS gK2 KIR y2 AyaSyid;
interviewed but wantedsomeone to chat to:
L GFrt1SR G2 2yS fIF R& | yRheparesénktheir QDS & e ad S
GKSe8 tAadSy G2 GKSY FyR GUKSy (KS& RSOARS
recording, Jenny sent the CDs, and thenrang hegtip lhavg’ Qi 320 | Yy UGKA Y
fAaldsSy G2 GKSY 2y adziazl QRKS A3 SSO 2kySRNJ GiliAzY 0O 2
AyiuSyiaazya 2F NBO2NRAYy3I | yeilKAYy3a XakKS 2dzi

(VolunteerJune, 1)
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Othervolunteers found themselves doiy il KSNJ 226 & &adzOK | & 61 G§SNAY =
doing now when | interviewed her at home, | quite liked seeing her home setting and | was
Ffaz2 ofS G2 olntSekatl, $)QF tryiigltoyfixitheX EV ovinternet:

X@2dzONB I2NVBDAI K2¥BYF YR aKSQa YI{Ay3d @2dz
@2dz 1y26 aKS Aa aleAy3da w22K L OFyQd 3ISaG v
GKAY]l 22K ¢Sff @2dz (y29 o6KIG NB GKS 02dzy
82dz (y26 aKSQa degshdpisRRlInNdn érespectiveof tieK Sy
O2y@SNEIGA2Y YR AYUSNIDASE2UMNR 0854 4 KB dra| ¥
aerial on her tv is bust or something or this is wrong or the internefdzamnect up

LQY Y2NB (GKIYy KFILIRAGBKEZ2L aLIBOAGIA2AGKSN
(VolunteerJack, 1)

In my reflexivgournall wrote about this after interviewing Sarah for the research and

RAAO0O2QOSNAY3I GKS 201 (2 KSNI ITNRYy(d R22NJ) gl ayc

Her front door keylock has become stiff, probably because of the heat. | offer to

have a loolc the key works fine for me, but perhaper strength is not as good and

she struggles with it and decides to leave it unlocked. | suggest this might not be a

good idea and she says she will let her carers kq&#ill they come today | ask®

WoQshe says and then tells me sheoncehadaménivi I {1 YAFS Ay KSNJI ¢
K201 SRH LQY y20 adNBQ®#KyFG (8e R22d ol2y¥#H AKX
OF NENAR (y29 AGQa GKSANI NBalLkRyaroratanes od
unlocked all night. As | think about it walgidown the hill afterwards, | console

myself that it was unlocked when | got there, and she told me to let myself in so

LISNKI LJa AGQa y20G &2 dzydzadz f o

(Reflexiveburnal Participant Sarah, 3)

The home setting risked blurring the professionalibdaries. It was a setting in which the
volunteerand participantmay find themselves developing a stronger rapport, but in which
it was viewed unprofessional for thelunteerto then become friends with thparticipant
and make further visits for personal reasons, despiteghgicipantperhaps being lonely

and benefitting from their visits. This was encountered by Kate, visiting Sarah:
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2Stffx gKIOG L F2dzyR FNHzZAGNI GAy3 gGlogo 2F O2d
2y a4SSAy3 e2dzQXS@SYy (K2dzZZK LQR FTAYAAKSRX
are still being employed by [study hospice name] but that was a bit frustrating
0S0FdzaS L G(GK2dza3Kd AdG ¢2dzd R 0SS t20St ¢
that

(¢4
[e=N
N
—

So, you felt you got on well with her th&n

Yes, | did, and | thought she needed company, she was an intelligent woman, and

she could do with more companionship you know.

(VolunteerKate, 2)
In contrast, potentiaparticipans may baincomfortable with strangers visiting their hes

XLQ@S 2yfe KFIR | O2dz2J S RSOt AYySR odzi 2y S
a02NASAE FINByQd ddKFG 3I322R FyeégleQr L alAR

really want strangers cominginmiy2 dza S4 4 g St f GKIFGdQa FAySU |

1y2¢ &2 AdGQa 2yte 06S8SSy I O02dz2¥X S FyR L GKA

and who it is that comes.

(HCP Holly, 1)

However, for others it could be beneficial to be in their omomein which they may have
theirfamilyatK  yR G2 FaaArady aXL GKAY] Vvdidteer S FSSf
Fiona, 1)

Interviews ontha@y LJF G ASyda ¢FNR GSYRSR (G2 0SS aXdzadz f €
there would often be no opportunitya record a followup interview:
XGKS RIFe OSYUNB 20Q0A2dzat e LIS2LX S I NB y2i
inpatients it is quite often a very lastinute thing..and that gives a real sense of
dZNASy Oe | yR LIS2LX S RIBWU interiégw®as mick,YS (2 R2
GKSNBIIA Ay GKS RIFI& OSyuNBnmmma I|fyvy2ad A7

(HCP Hannah, 1)

It was recognised that people were more ill comparedive or sixyears ago in this setting:
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Xy2gl RFEéa ¢S 3 Somtiedvardhedansd pedpid rhode pdorly,
odzi L GKAY1 X FTAGS 2NJ AAE &SI N¥etediedB®2 8 6KSYy
3SG Y2NB NBFTSNNIXfa FNRY LIS2L S gK2 gSNB 2

(VolunteerJenny, 1)

One reason given for this begjrthat people were able to stay at home longer with better

pain management:

XL GKAYy]1 LIS2LX S IihNBienduni@ besdude ivdraiable ttlBeepA y  { K
them at home for longer and there is more treatment symptom management is

better, sotheyf&t Y2 NB ¢St F2NJ f 2y ISNX

(HCP Judy, 1)

There was a desire for people at the eofllife oninpatients to put everything in order and

consolidate and leave something behind before it was too late:

XL GKAYy1l F+ 203G 27 Atiing be§idgdTor relaties and forusizi € S ¢
ISYySNIftfte F2N) 0KS FdzidNBPddlFyR L GKAY] | f
O2y &2t ARIFGA2Y A&ayQild AGTZ Ai4Qa G(GKIG aSyasS 2
LINEdzR 2F g KI G (K SslReddingRizeyidvy ol théiRlives,ye®.a | f Y2

(VolunteerJenny, 1)

Often peoplemaybe taking drugs for pairelief andwould only be able to record short
interviews due to their voice or mental capacity deteriorativ@lunteerJenny, 1). This
could be in the form of personal messages and birthday cardafaity. There was a
recognition that some people didn't want think about the enebf-life until they were

coming up to it:

XAGQa GKS LIS2L)XS 6K2 INB Iy AyLIFGASYyd 2N
know that they are not going to get better and they're runnitbey're trying to do

GKAA |jdza O1 otk peNgexvil frababizéhisk well why do | want to

Grf{1 lro2dzi Y& fAFS a02NB LQY 3I2Ay3 G2 oS
probably some of thatinito6 SOF dzaS L 1y2¢ FTNRBY LIS2LIX S LQ
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things with that once thegome towards the end of their life they start to put

everything in order, | had faiend who she made sure she'd got birthday cards

written for all her great grandchildren and she made sure there was a box for each

2yS 2F GKSY 0dzi &HBRRNIRRRY GiKSRZ | Kl ® SdzyNd 2ENJ
try to keep things that are memories, you know we save all sorts of stuff and you

GKAY]1l 2K a2YSo602Reé YAIKG 0S AYyiSNBaGSR Ay
@2dz #2dzZf R &l & N 3K liis box@ovthisreasofild Ri2y Qiddzii KiAKyA1a

people like to...look on the end, not until they're sort of coming up to it.
(VolunteerJune, 2)

As illustrated the different settings were framed by the expected mortality ofoaicipant
and the urgency and format as to which the OH might take. The length of the interview,
what was spoken about and the dynamic between plagticipantand thevolunteer could

also be determined by where and at what stage the interview took place.

8.2.3.2 Talking about mortality
As already mentioned in the Motivatiosgction(8.1), the mortality ofparticipants is

generally not mentioned by HCPsvmlunteers when pitching the OH service to potential
participans. It can also be assumed that it is not brought into question during and after the
interview experience unless thgarticipants choose to talk about it. However, it was clear
that most of theparticipant hadtheir own mortality present in their thoughts, and it was
inevitable that it would be referenced in their interviews, whether the interviews were for
non-defined or family legacies. How and why mortality was mentioned by padicipant

in the researchnterviews was perhaps revealing as to their intentions and experience of the
OH process. How these mentions of mortality were managed bydhateers and HCPs

also offeed a better understanding of the OH service and whether any training or policy
recomnendations could be implemented. Another findimyesearch interviews was that
several of theparticipans mentioned the deaths of other people in their research

interviews and oral histories. Jake talked in detail in both his research interview andéihis O

about his parents and his brother dying:

Xyou mentioned before that you found yourself talking about some of the more
GNF dzYF GAO SELSNASYyOSa yR &82dz2Q0S yIYSR |
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traumatic experienceshow it did it feel to you talking about those, were yOK

talking about those in the interview?

gStft eSIK 3I320  o0Al dzLJaSid tA1S odzidoddiKSe
gFyiSR YS (2 GKAY]l 6KIGSOSNI 6lFa 2y Y& YAy
time and talking about them from the past, know what | mean? Talking about people

from the past years and my dad and my mother, and | reflected on how they died

and... how I felt then, how | feel now about it and obviously we are still here like our
[brothers name] were onlywo years younger than me...so he'd have still been here,

but he was only 23, so....
(ParticipantJake, 2)

The presumption here is that he talked about them because they asked him to talk about
WgKIFEGSOSNI g1 & atyhatkéwias bédbguRIdN nirgin§ hoffie and most

probably questioning his own mortality suggested that it was only natural that he would be

thinking about others close to him who have died, especially when then asked to share his
memories and personaAITS aG2NB>X (1y2¢Ay3a GKFIG AdThe2dz R 06
fact he talked about close family dying as a traumatic experience was met with some unease

by thevolunteerinterviewer:

And what were the things you talked about? Just a general owei¢he topics you

talked about over both interviews

Well he talked about his early life and we also talked about | think it was a sister

2yS 2F KAa aArofAy3da L OFyQd NBYSYOSNI gKS
and somebody else as theyeve growing up was stabbed and died and it was all

things like that he'd beenthe family had been involved in and he'd been involved

in, so it seemed to be quite a rough life he'd had, with all these incidents and all the

things that sort of went wrongni his life

Why do you think he chose to talk about those kinds of stories, have you got any

thoughts?
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L R2Y QU 1y262 6KSUKSNI AG ¢6Fa a2Nli 2F OoNAYyY
O2dzZ R 4SS (GKSY:I L R2yQl (y2¢ medhelie IABS |
him...because he told me of accidents he'd had and things like that and it just

seemed to be a catalogue of disasters rather than an insight into his life and any

happy memoriesKk S RARYy Q4 &a4SSY (2 KI@S Ylyeé KILLR

(Volunteerdune, 2)

For June there was a suggestion that Jake had misunderstood the concept of the OH

interview and thus had used narrative perhaps not suitable for a family legacy. As already
YSYGA2Yy SR WFH1SQa hl AydSNDAiGended fordis so@td | RST
hear it, but he was also keen for the public to hear an archive version. This duality meant he

chose to speak what was on his mind rather than a thought out and planned narrative

aimed solely at his son. As a result, the mortalitpthers became central to his narrative.

Sarah was similar in talking about the mortality of others, although for her it was stories of
LIS2 L) SQ&a RSIFiKa O2yySOGSR (G2 GKS @Attt 3IsS &KS
born. She talked in detail in heesearch interview about the lady of the manarhose

funeral everyone in the village attended, adadk  NER G KS &dG2NEBR 2F | Yl Yy

to be buried in the graveyard:

So, in the interview you talked about your childhood in the villpgesume and your
family, and you talked about the lady of the manor in the village and how the village

has changed is there anything else you talked about?

gStt 2yfe GKS a2Nl 2F GKAy3a tA]1SPPd gStf
resident | man before my time, but we had had it handed to us, he committed
ddzA OARSY a2 KS glhayQid tt26SR (G2 0SS 0dzNRA S

over the wall by the little car parky thing on a bit of grass yeah
Oh gosh

And as children if wevere up there and we picked wildflowers and placed them
where we thought the grave would have been looking at the lichgate and the wall

and sort of assuming it would be just there, and we used to put flowers there
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(ParticipantSarah, 2)

As with Jake, Sain chooses to talk about death in connection to what she remembers and
what was current on her mind. Death was entwined in stories connected to key times and
places in their lies Both their oral histories and research interviews were set in localities
close to their heart which have attached meaning they were keen to pass on, whether it be
stories of poverty and trauma for Jglag of village rural life in which generation old stories
were passed down for Sarah. For bprticipans death was an inevitality connected to

change but also to injustice and they both rdedlin the gruesomeness of history:
So how do you feel about those stories being heard by other people?

Well, its history it happened in our village, and | felt nothing to be ashamed of,
because highway men were hung on the gibbets as punishmenstit was only
the same as in London where they went outside the you know big prisons for the

hangings of murderers and that sort of thing.
(ParticipantSarah, 3)
Sarah chose largely to onaihother key story which was about her husband dying after
GKS2QR 2yfé& 0SSY YIFINNASR FT2NJp Y2yidKay

How did it feel was itOKtalking about the experience of losing your husband, |

mean talking about that in the OH interview, did you feel comfortable wgl&bout

it?

Oh yes because in a way, it sounds stupid really when | say it like this, but you see |

was in hospital for several weeks after he died because | was still infectious and for

G2 @SIENRX L ¢la G0 K2YS y2iheduBedIAy 3 2NJ |
glayQid fft26SR G2 a2 L KIFI@GS y204KAy3 G2 |
gl ayQi G§KSNB

S, in some ways it was quite helpfuko

WSEfS L &adzJl2aS az23> o6dzi L R2y Qi (y2¢ @&2dz

say what happenedtdhe funeral or anything
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UNB>Z y2 L RRYyQlG glyld &2dz (2

OK y2 L YSIy AGQa &2 f2y3 |32 y2¢6 A0 g2 dAf

upset

No absolutely | guess just in the interview situation how you felt talking about all
these things which have happened in your life and whether there whsther you

felt comfortable in all the interviews talking

Oh yes

Yes

Because | was glad to talk ait my childhood and the village as | knew it as a child

S, was it did you find it...you said you found it an enjoyable experience during the

interviews would you go as far as saying it was kind of cathartic or therapeutic even?

Yes, because | felt@ stupid mind, but | felt somebody might be interested to read it

and think oh did that happen thefe
(ParticipantSarah, 3)

/| K22aAy3 G2 GFft1 fSaa o2dzi KSNJ Kdzaol yRQA&
at a stage when she wassa leaving the village she lovexhd the war was starting, may
suggest it was too hard for her to talk abautmuch in her OH interviews. Another key point
here is in her last sentenc@henshe says about people possibly being interested in what
happered in her village. She and Jake both expressed a desire to share stories which might
be of interest to others. In the knowledge they were sharing-defined public legacies,

they both chose to take on the role of storyteller and opted for stories whiclewe

sometimes gruesome and not necessarily personal, or, when they were personal, connected
to a sense of meaning they felt was universal. Both their oral histories and research
interviews were based very much on social history with elements of good andrizhd

heroes and villains. Death was both an unavoidable and useful topic for them.

Both femaleparticipants (Sarah and Heather) also challenged the common perception of

the hospice being a place to die. They had both usedi#yeentre, and with their own
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mortality not being in question as much as otlparticipan&t > A 0 Q& L}2aaArof S

hospice waslightly different, linked to the quality of life rather than facidg/ Sr@rality:

...how they say that people are frightened when they say, 'oh go to [hospice name]
la AF @&2dz 32 GUKSNB (02 RASE 4SSttt bhd 27
that people were frightened of going to [hospice name], because of the fear of
REAYIPPPFKAOK G2 YS Aa &addzLlARX 06SOF dza s

you.
(ParticipantSarah, 1)

Death was integral to the OH process, both in the sgtiand conditions for participation,
and in the narrative adopted by thaarticipans. It was reflected on and talked about in
different ways for those recording nesiefined and family legacies. By taking part in the OH
processparticipans were confroneéd by their own and others mortality. This could be both

a cathartic and upsetting exercise for them.

8.2.4lliness and autonomy
The diseases participanthas is another important factor in understanding how it interacts

with and shapes the OH processpecially in terms of how autonomy is left intact or not. In
deciding which diseases to mention here, three key disorders were chosen which were
mentioned in the research interviewsdementia, MND and cancehlthough none of the
participans had dementia it was discussed with several ofubkeinteers and HCPs and

their thoughts were varied and thougimtrovoking. MND was similar in having a significant
impact on the implications surrounding recording an ®#HiticipantJames had MND so this
was discussed with someone with filsand experience of the diseadearticipantHeather
was also able to give firktand experience of living with cancer, which offered an insight
into a different type of disease, which may not be termjmald the wayticould impact on

the OH process.

8.2.4.1Dementia
Severalolunteers and HCPs had good experience of interviewing people with dementia.

There was an awareness of the different types of dementia and how they might affect the

participant
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X6SQ@S ot pedpls With mdre straightforward dementia which is

It T KSAYSNRE 2N B a0dzf F NJ RSYSYyGdAl odzi &a2YS
Parkinson dementia type that present in different ways and there are certain

symptoms that might be difficult for @olurteer to cope with, and you might need to

Gr1S + o6AG Y2NB GAYSX

(VolunteerJenny, 1)

Whether to refer someone to the service with dementia was debated, some HCPs would

refer people with dementia on a cad®-case basis:

L YSIY LQ@S raEetia.. nildisH, dai | thirk {iféel pRrSonally that he
would be a good candidate for it, my colleagues seem to think that probably, but his
GAFS p2dd R 0S GKSNB:Z KSUa 2dzad 320 t2Ga

whether to refer him o not.
(HCP Holly, 1)

Similarly volunteers were not deterred by interviewing people with dementia but were

aware of several challenges. Interviewees with dementia usually remembered past events

better than current ones and may forget who theitérviewer wasd X 8 KS NBYSY o SNBR
GKAy3a FTNRY GKS LI &ad 1jdAadS ¢Stttz odzi aKS RAR
gKSY LQR YSG KSNJ I 0 dwlinteaJadlR y2 ARSI K2 L
There was the risk of them forgetting what they had said jasly and sharing the same

stories in followup interviewsa XL KIF @S + FSStAy3a GKIdG GKS GKA
NBLX AOFI 2F GKS aSO2yR 2yS {(KI{d LQR R2yS a2 i
02 2 dza VolurteerRdid(i1gpnaheér challengewad K NAyYy 3 a0 2NARS& g KAC

appropriateor had the potential to be distressing to family

L GKAY]l AF AlG gl & a2YSo02Re ¢gK2 KIFIR | NBRM
LQY GFE1AY3 Fo2dzi> Al RSHE GNRIJIARYS AR dl &
0KFGQ&a | dzA {icSevealthode aitshof thingsSif you want your unborn

grandchildren to hear them but anyway.
(VolunteerJenny, 1)
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It was suggested that prompts such as photographs, and music could et could be

problematic:

| interviewed a lady who has got dementia, and had her daughter and her carer with
KSNE aK$S ONRdzAKEG LIK2G23INF LIKa (2 LINRYLIG KS
were on the photographs and she was surprised every time hertdaugaid oh this

is such and such, but it was a difficult interview, | had to do most of the talking or her
daughter and in fact she didn't really remember very much at all, and in the end it

I Oldzl £ f& dzLJASG KSNJ RI dz3 K G SvlsSupsat kUit hRdA Ry QG f

upset her
(VolunteerJune, 1)

Several research interviewees suggested having family present could be a good idea as they
could help with the consent process, remembering and curating which stories were shared

and were also then aware that thelunteerinterviewer would have tried theibest:
Xa2r @2dz RARYQl ¥SSt AdG YIRS Iyé RAFTFSNEBY

WSttt AG YAIKEG KFE@GS YFEIRS | ftAGOGES oAl 27
G2 GKS alryYS GKSYSaxaz2z yz2i4 YdzZOKXodzi Fa €SI
because shecouldseed KS O2dzf R ¢AldySadaa GKS LINRBOof SYXN
20KSNBAAS KI@S 2dzad (GK2daAKG 2K 3I2aK (GKAaA

something, but she could see for herself tKat

R3I aKSQa -tdhsmacto? ¥ GKS O2

Yes

and so theefore understands why it sounds like it does at the end of it

EElI Oifteé &8a 42 GKFGQ& [dAGS AYLERNII Yy
(VolunteerKate, 2)

However, there was then the risk péarticipantslosing autonomy with family interjecting
more. Forvolunteerinterviewers there was perhaps a need for more specialised training in

interviewing, such as knowing how to deal with silengagngparticipans more time and
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avoiding asking closed questions to try and determine dates and facts which might be

harder Dr participant to remember

He was obviously an intelligent man but there were some signs of dementia and a lot

2F GKAYy3ad 6SNB NBLISFISR YR a2YSGKAy3IQa ¢
a sort of closed question when | should have asked somgtslightly more open

SYRSR>Y KS O2dzZ RyQi yasgSNI 6KS Of 2aSR jdzSa
Grf1 lto2dzi a2YSGKAYy3 @I 3dzSte NBfIIGSRE L K
gKFEGIQa GKS RFGS GKIFG KIFLLISY S\ oideiS NB Xv Ay
that was a mistake | should have said and after that job can you remember what you

gSylt 2y G2 R2Xodzi & L ale L R2yQl lFtglea
(VolunteerKate, 1)

For thevolunteereditors there was the added challenge of whether thteut the silences

and repetitions:

XLIS2LX S 6AGK RSYSY(AlIZ GKSNB FINB f2y3 LINE
false starts of stories that go nowhere so that it seems in the end more fluid and like

a chilled conversation, no stress and remognsiof hesitancy associated with

AftySaa 2NJ RSYSyYyuGAal X

(VolunteerRichard, 1)

Whether the editing was a preference of either tharticipantor family members was
unclear, but as the editors tended to work in isolation with no contact otheant with the
Coordinator, it can be assumed it was not. How much and what should be edited would
perhaps ideally be decided by liaising with freticipant family members and the
Coordinator in the hope of where possible keeping tiie NI A SCaktddbny ifitaxt.

8.2.4.2MND
James had MND so was able to give4ir@hd experience of how this impacted on the OH

process for him. Whereas people with dementia had limited mental capacity, people with
MND have theirphysical capacity affected, with a risk of losing their voice and body
movement. James was able to be more autonomimudealing with the prospect of losing

his voice &nd supporting others with this predicament) by using voice banking, as
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mentioned in tke Motivationssection(8.1) He pointed out in his second interview the
FRGFYydF3aS 2F a2YS2yS 6AGK ab5 NBO2NRAYy3A (GKSA
f24S GKSANI @2A0Ss a2 GKS 422y SN) GKS@& 02dz R R
(ParticipantJames, 2) The referring HCP mentioned how he was restricted by being in a

wheelchair and having difficulty using his hands:

Xt 3ASYy Gt SYlYy gK20bdl y2GKSNI 2yS gK2 Aa | ¢
can use his mind but very restricted with his MND ie sense of he's in a

wheelchair, electric wheelchair, he has difficulty using his hands, if his hands only
work with the buttons on the machine if his hands were placed on the buttons, he
talked a lot about his family to me, again he was somebody who apgda have

guite an interesting life and | felt that he needed to feel as though he was achieving
something else, he was very keen to live his life as fully as possible | felt, for as long
as possible and very able to have normal conversations, quit@iaméed sort of
gentleman, could become quite tearful quite easily about some things, particularly
when he talked about his family...incredible gentleman, and again | felt that he
would probably enjoy talking about whatever he wanted to talk about anditie d

(HCP Margaret, 1)

His OH interviews were deemed a success bythenteerinterviewerand his wife was

ableto sign the documentation at the end:

Well, it was a very pleasant interview all the way through, | mean they were very
welcoming, hig A FS ¢+ a GKSNBX YyR KAa RIFdzZAKIOISNXEZ
NRE2YXKS O2dzZ RYyQi oNARGS 06SOFdzaS KS 02dz Ry C
hands he can just do something with a finger but, yeah that was quite a pleasant

morning really.

Good, and wu say his wife and daughter were present while you were interviewing

him.

They were in the house they left us to it and his wife came in at the end to sign

things so.
(VolunteerJune, 2)
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8.2.4.3Cancer
The most common disease tharticipans might have on the OH service was cancer.

Whereas dementia and MND are both visible diseases in how the mind or body
deteriorates, cancer is sometimes less so, and is not necessarily terminal. In this sense
cancer nay be a journey without the inevitable conclusions of MND or to a degree
dementia. Heather had largely recovered from cancer and felt she no longer had a life
limiting disease. She talked repeatedly about her journey with caacer shared an illness
narrative whenever she was asked about the OH service in both her research interviews
which was perhaps her own way of expressing her autonomy and highlighting she was still

in control of her mortality:

Great and the OH service as part of that kind of dayreesffer how do yow you

enjoyed the interviews? /7

YeahF YR L GKAYy{1 Ad Aa AYLRNIIFIyd G2 SIF@S a:z
GKS 2LISNIdA2y> LQ@S adagAatt 324 I oAd 2F Ol
KFR I a0ly Ay {SLIGSY0OSNIIFIYR Y& NBadzZ Ga al
be hereforever | keep telling them they're not stopping me nagging them yet

HRg SHGSNE LQY y20 32 AY 3-twozhingssre eGathn life 2 NS &S N.
FNBYy Qi (GKSe& o0ANIK FyR RSFGK &2dz {y28 GKIQ

a lot longer.
(ParticipantHeather, 2)

8.2.4.4Bearing witness
For these three different illnesses a continuum can be illustrated as b@&lgure 18)

dependent on whether thg@articipans mental or physical capacity are limited and with
which they then need family support in bearing witness, either to aid their memory with
dementia or to help with writing and administrational tasks as with MND. For someone with
cancer who adopts an iliness narrative, such as Heather, it could then be thatltheeer
interviewer or the intended audience of the recording is the intended witness of their story.

Ly GKA&a aSyasS GKS hl LINROSaa Aa + gle& 2F oSl
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Figurel8: A diagram to illustrate familinvolvement dependent on iliness

Dementia MND Cancer
Familypresent in interview Some family support with admin  No family support

If participating in recording an OH is a way of giving autonomy to someone at thefend

life, the psychological support they need dependent on their illness can weaken their
autonomy. Talking to a thirdarty and opting to share their experiences of iliness can be a
way of achieving more autonomy by talking about something thayfeel less comfortale
speaking to family or friends about. It could also be usefupéaticipant to talk about
a2yYS2yS StasSQa Y2NIlFtAGe 6L NIAOdz NI & o

future audience listening to the OH also bears witness.

8.2.5Sectiorsummary
A CGTof the OH interview process is here built on the premise of the experience of the six

studyparticipanss, theirvolunteerinterviewers and referring HCPs. Secondary experience of
OH interviewing, and connected scenarios are also discussed witlolineteers and HCPs.

The various settings define the OH experiereedo the relation tdeing at the enebf-life,

and theparticipants sense ofmortality influence the experience. How the interview is a co
construction betweerparticipantandvolunteer, how they are matched, how the
participantremembers and reflects, what they choose to talk about and howtitenteer

prompts them.

The findings suggest that the setting and disease optéicipantcould be impactful on

the process for both nowlefined and family legacies in varying ways, and there was a need
for understanding and awareness by thelunteers of the participané tedicamens. For
participant recording nordefined legacies there was a desire for it to be a dignifying
experience in which their stories and memories had worth and were heard by others. For
the participant recording family legacies it was importaat them to leave appropriate

memories for their families in which they considered how they would feel in bereavement.
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This could mean making sure family members were suitably included and potentially

upsetting memories such as previous relationships wergsply omitted.

Thevolunteers appeared toapproach the interview scenarios differently dependent on the

age of theparticipantin relation to their own age, and how close tharticipant were to

the endof-life. They shared different methods for inteewing and promptingparticipants

which had strengths and weaknesses for both@fined and family legacies. Some chose

to say as little as possible, which could work well with recording family legacies, and others
prompted more or were conversational, wah could help with recording more archival

social history based oral histories. There was a grey areetwmeen, when participants

GSNBE NBO2NRAY3I $gAGK 620K FlLYAfe YR GKS LJdzo €
the most important. In this sawrio, if thevolunteerRA Ry Qi LINER Y LparticlpaghR &GS S
enough, the interview could be become haphazard and unsuitable for family or the public

archive.
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8.30utcomes

8.3.1Background
Thissectionexamines the views of the research interviewees on the outcomes of the OH

process for theparticipant family and friendsind the public. The findings cover:

The challenges and opportunities in accessing the archived oral histories by the

public.

ThepdNB 2y | f 2dzi02YS 2F NBO2NRAy3a 2y SQa hi
something behind for perpetuity.

How, when and whyparticipans andfamily and friendg€hoose to listen back to the
recordings, and the ethical implications in sensitive topidadgpemitted and

included in a recording.

How theOHcan be reused for documenting social history, training, marketing and

raising awareness.

Views on he impact of digital technology on OHInPSC and death and grieving,
including the challenges and opportitias presented by new formats, digital legacy

websites and social media.

8.3.2Accessing the archive
Future public access tral histories became a major talking point in the research

interviews. For theriginal OHinPS@odelservice which | worked oas a Coordinatqand
which thestudyservice was based on and linked to, all interviews were summarised and
eventually archived in the University Special Collections. To achieve this, interviews were
also given keywords so they could be searcimele quidkly. Volunteess on theoriginal
OHirPSGervice were responsible for summarising interviews, and partly responsible for
preparing them for the University Special Collections. Howeadunteers on the study

service rarely summarised interviews, andapprox. 300 interview, mostwere without

summaries.
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8.3.2.1Understanding GDPR and clearance forms
Whilst understanding the GDPR and clearance forms was process based, | have chosen to

discuss them in this section with reference to how their implementatietermined future
use of the recordingslheoriginal OHirPEservices projectandthe studyservice used the
samepermissionforms,which were modelled on the begiractice standards set by tH@HS
where examples of the forms can be four@HS$ 2019) Both formsneeded to be signed.
The Preparticipation Agreementvas to ensure GDRRas adhered toand thatparticipants
were aware of the purpose of the serviaad whatwould happen to their personal data
The Copyright and Clearance form, which was signed after the interview byphdibipant
andvolunteerinterviewer, enabled the interview to be archived and used in the future, in
non-commercial waysuch agesearch, the internet, publications and broadt media. On
the latterform, participantswere able tospecify a timeframe &fore parts of the interview
could be made publicly available, as wellfabey would prefer for their interview not be
used in certain way®(g.on the interne). By signingt, participants agreed to hand over
the copyrightof their voice recordingand for the interview to be archived and usasl
outlined. Not allvolunteers were fully aware of what exactly the forms meant. One

volunteershowed ambivalence, commenting on wher there needed to be two forms:

ThepreO2y aSyid F2N¥Y L FAYR Ay | gteé AdQa | ¢l
G2 R2 Al (GKSe& g2dZ RyQi KIF@S FaINBSR G2 Al
32Ay3 G2 a2YS2ySQa K2 dmed toydh Gdindzd e hods&S & K €
A2P0PL | y26 &2dz KI @S G2 KIF@S GKS 0O2yasSyi
F2NX¥ax L GKAY]l AlG O2dzZ R Fff 0SS Ay 2y SXT2N
gNRAGAY3T (2 KIFE@S G2 FTAf{{ skaipttaréadon®2 N¥Ya Aa |

(VolunteerJune, 2)

What also became clear was that some of ffagticipants were unaware of what they were

signing and agreeing to in terms of how the interviews might be used in the future. For

several of them, particulaylthose in theday centre in which the OH was offered as an
FOGAQGAGEET GKS&@ RARYQU NBFfAaS AdGa LaaraotsS d

archived:
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XGKSNBE A& +y 2LGA2Y a2 gKSYy &2dz | NOKA@S
ways for research or for exhibitions etc

Really?

Bdzi AGU&a G2aGFftté dzLd G2 @&2dz GKIFG 0dziX

No butthatwouldbeL ¢2dzZ R f 23S GKI X

(ParticipantHeather, 1)

However, for most this was a positieetcome,and they liked the idea of there being more

of a chance that their interviews might be heard:

S, in the consent form it says it might be used for education research...

YSFKYX AG R2SayQd YFGGSNI ¢gKIG AG A& dzaSR T

Yeah, your happy for it to be used

Yeah

AYR GKIFGQa | yAOS 2dzid02YS F2NJ &2dz

WSttt AT Al élayQid L ¢2dZ RyQd 3IAGBS AG @2d
(ParticipantRalph, 1)

8.3.2.2Referencing
Another issue discussed was how and if interviews would be accessed by the public in the

future. Participanswere aware hat interviews might be lost in obscurity in an archivey
guestioning with all research interviewees includddw do you think your OH should be
reuseld?Q

Xl 26 R2 @2dz GKAYy]l @2dz2NJ hl AYOGSNBASSG | yR 2

reused?
L  REngwWnihat do you think? Are they just going to be put in a box and left?

(ParticipantJake, 2)
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How tomakethe interviews more accessible was a major discussion point, particularly
within later research interviews. Ralph had some very strong ideas abisyuegpeciallyas
his interviewwas for thepublic rather than fofamily. For him, making sure the interviews
were accessed in the future was vitéhis informed discussion in later research interviews

with others:

L GKAY ] PPl KS NE &son wha's gikg tHe inforyhaién, tiie2 G KS LI
challenge will be...how well they can file the information and if they can use good
references so a variety of people doing different...research may find it interesting,

that | think might be the difficult part

S how to tag it so say you for example you talked about [brewery name] maybe how

R2 6S 1y2é6 6KSy $S 3ISG GKIG oA3 | NOKA @GS 2

[brewery name]?

Yep

A/YR K2gQa (GKIG F2Ay3IT 202 0S dzaSR 08 SOSNE?2

Like in a reference libry

Yep, absolutelpkz. 2 ST K (GKFiQa NBlIfte AyiSNBadGgaAy3

S that | think is probably as important as the information we are giving

H2g A0 Aa GKSYy &aKINBR FyR K2g AGQax

WSEtfsS AT @2dz R2y Q4 YI 1S AG F@FATLFo0tS |yR
(ParticipantRalph, 1)

| A4 LINBYAAS GKIFIOG AG gl a || gl aigiterestihginithay S A T
it fits with the fact he was recording his interview as a piece of social history for a public

audience. It also suggests that he was less interested in the idea of the process of recording

the interviewas an end in itselflespiteit clearly being a positive experience fomh As our

discussion continued, | explained to him how interviews were currently archived with access

in mind:
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...you need to get somebody doing thawho's got his head screwed on who is

worldly wise

Yeah,OKso somebody who brings it all together

TKIFGQa NARIKG L GKAY] GKFdQa GKS AYLERNIIFyYG
YeahOK

N2 6KIFEG LQY &aléAay3a oS
g2NIK LlziGAy3a Ay GKFEGQa y2i

Yeah

N2Gd GKFaG L OlFy dzy RERE U KR Byeadudtatvesity 1 8 2 dzQ @
R2Ay3 | O02dz2NBS L FAYR 2dzi kkowBow togetie NY I (A 2

YSFKE FoazfdziSte a2 AdQa oKIFIiQa R2yS gA0K
that they are summarised, somebody goes through and summarises all the topics in

the interview so then it is written down the different things that are talked about
Yeah,0 dziT (G KSy AGQa 320G 42 0S RA&ZASOGSR FyR |

WSttt 6KIFIG KILILISya Aa S@Syiddzrtfte GKSeQf f

keywords for each interview
Rght

S, for yours it will have [brewery name] as a keyword so then anybody who comes

onto that atalogue types in [brewery name] your interview will come up

Like in Wikipedia

Yeah, same kind of thing yeah

Fne

XK2¢g R2 @2dz GKAY]l hl AYGSNBASsa | yR Of ALk

L 2dzad GKAYy]|l @&2dz2QQ@S .320G (2 O2yGAydzS o0dzif R
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YeahOK

And they will develop in their own way not guided by us at the beginning, guided by

informed information that people can manipulate and use in a good way.
(ParticipantRalph, 1)

His final point was interesting in that despite him being keen on finding wwegscesshe
interviews, rather than suggesting sharing options he recommended continuing to build
almost organically. It is not clear if he meant that the keywords would then dictate how the
interviews were used or if he was possibly referring to futurdntextogy enabhgthe

interviews to become more accessible.

8.3.2.3Gatekeeping
Another discussion point was around the ethical implications of gatekeeping the archive. If

interviews were used in the public domain should the bereaved-p&kin benotified, and
if so, how was the best way to contact them, or the most ethical way to share the oral

histories?

XAFT 6SQ0S dzaSR (KS Of ALJ LJzof A0fé& gKAOK

L

RARY QG KFLIWLISY odzi Al 6F & IidiplagazhigotaSa G A O f

LI GASyGE 6S O2yil OGSR GKS ySEG 2F Ay

because they are just internal, but | would to contact the next of kin

And if the next of kin was uncontactable, would you hold off from then using it or

would it depend on...

| suppose it would depend on how identifiable it was

Yes

YS LS2LXS KIFI@S 3F20 OSNEB RAAGAYyOG @24
(VolunteerJenny, 1)

8.3.2.4ldentification
Whether someone was identifiable was another interesting idea in terms of ways to share

the oral histories with less risk of upsettifegmily, as suggested by Heather:
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...iIf their names are never used but then somebody did a voiceover actually saying
thesea 1 2 NAS& | AFAYyXoSOldzasS (KSy &a2yvYSo2Reé A&
32 2K Y& 3I2R UGKF{iQa Y& RIRQa @g2A0S0o

(ParticipantHeather, 2)

Accessing oral histories and making them available in an organised fashion to the public was
an exciting option, espedig for thoseparticipants who were interested in sharing a more

public recording. However, it was agreed to be a challenge to achieve effectively. There was
a need for a clear understanding of the forms thaedbe signedy participants and

volunteers. A system for referencing the oral histories via summaries, keywords and
transcripts was also deemed essential, and the role of gatekegpmbwhen neessary

anonymisation, was integral to accessing the oral histories in an ethical way.

8.3.3 Reflectig on the voice
Whereas in Motivationgsection8.1.5 was devoted to recording the voice as a motive for

people being involved in the service, here the voice is considered as the finished product
includinghow it is shared, heard and remains for tparticipant, their family and friends

and the public.

8.3.3.1Remaining (making a recording for the self)
A major motivation foparticipants was to record an OH as a lasting record, whether it be

for family, the public or without any specific audience in mind but knowing it remains. For
manyparticipans, recording an OH was an opportunity to articulate the contributions and
achievements dunig their life which they were proud ot was perhaps presumed or hoped

by theparticipantthat someone would listen to it in the future but the act of it being

preserved as a tangible continuation was excitind: & dzLJL)2aS ¢KSy LQ@S 3I2°
n2IKAY3a €STU Foz2dzi YS odzi AT LQ@S 320 Ay 2V
not-L Kl @Sy di o @aStigipantmheHAL beigdegtiansof who might listen to an

OH in the future when there was not a specific audience in mingameed later in this

sectionwith regards to sharing oral histories with a public audience. However, soahe

historiesmay seem particularly pertinent for public use by the €&viceteam, particuarly

if they felt the audience was lacking, as mentidrieere by the Coordinator, Jenny:
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| always include an extract of [name] even though he diedenor sixyears ago

because | want [name] to continue to be heard, because his family didn't listen to
him and they showed no interest in him but it's like foe it's really important that

he remains heard and listened to because | will always remember [name] and | know
the volunteerwho interviewed him will always remember [name] and | want his

voice to carry on being there if you see what | mean so | thinkstlzbig motivation

for people to actually part of them to remain behind if you see what | meaheir

story, their woes.
(VolunteerJenny, 1)

8.3.3.2Listening back
The majority olvolunteers (other thantheeRA G 2 NE O K| Ry Qiéws théy@dri Sy SR (i 2

others had recorded once they conducted any interview/s, generally they then took the
recorder back to the Coordinator who was then responsible for preparing and delivering
copies to theparticipant It was also the same for the HCPs who would only hear clips of
interviews in retrospect ahospice events or if participantplayed them a small section in
passing. The one exception was the Senior Giraplhen they were preparing audio for a

funeral a occasionally covering for the Coordinator when she was on leave.

VolunteerJune who had her own OH recorded prior Wlunteering on the servicehad
actively chosen not to listen to her OH yet. However, she felt the experience |ditdigrg
AKS KIFIR aXy2id al AR Inteiand). AV RR aRB0 216 BR GKIKH X¢ 2

4 A

gAft 02NNBg (K SljdzA LIYSY G | YR Untegvievil). R2 A G Y

Unfortunately, it was not possible to get feedback from all plagticipants about how they

found listening to their OH. This was either due to gaaticipantdying not being

contactable anymore during the research study, or becauseéngcipantwas still to listen

G2 Ad® C2NJ I SI 0KSNJ (i Ktkerighgtechnolaog$etrupzdaderi KS RARY
computer. The Coordinator pointed out that usually, whesnticipanQa R2-upf 2f f 2 &

interviews, they were encouraged to listen to their first recording/s:

With the interviewee if they're doing another recording, we toyencourage them
to listen to it before the next recording, so they can remember where they got up to

but also quite often they will remember other things that they want to say so they
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often come with a few jotted down notes, so | think it's good to késigning as
they go, definitely.
(VolunteerJenny, 1)

Someparticipants did listerto their OHand reported backSarah reflected on it being an
enjoyable and novel experience. Her OH was less for family and more a social history and an
opportunity to refect on stories of where she came frothwas perhaps unsurprising that

she found listening to her own voidige listening to her cousin:
XK2¢g RAR @&2dz ¥FSSt ftAadtaSyay3a 2 GKSYK

SdzyRSR tA1S Y& O2dzaAy wfl dZAKae XgStft L ol
say really but | suppose you could sort of sit down maybe and think of other things
that happened like we used to hakay Day where we had a May Queen and a

Maypole in tte village and athose sorts of things

S did listening to it make you think of other stories to tell?

OK 8Sa AO0 NBIFffe a2NI 2F (G221 e2dz ol O Xi2
the village because a lot of them were married into each btlied FI YAf e e 2dz 1
XIYR RAR @2dz Sye22eée tAaGSyAy3a (G2 GKS AydSN
Oh yes it was quite enjoyable really

BSOlIdzaS L 1y2¢ trFad GAYS 6KSy L OFYS &2dz
you managed to sort that out

Well, | bought myself one.

(ParticipantSarah, 3)

For James, listening back to the legacy he had recorded for his family, and knewiad h

terminal MND, meant he found it quite an upsetting experience:

L 6Fyd8R G2 1AYR 2F fA&AGSY (2 tAd 2y Y& 24
that...made me quite sad, so, found that interestiig A Ry Qi G KA Y {1 AdG 62 d:
dzLJa SG o0dzi Ad RAR a2 &8SIK odzi fAF¥FSQa 320 A
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And sowas it listening back in the kind of reflection and | mean is there anything else

you want to say?

Hza G GKS AYLI OG 2F2 GKAy3Ia FTNRY GKS LI ad
20Q0A2dzat e KIFI@Ay3a gKIFIG LQ@S 324G y2¢6 Aa I N

think we coped with it quite well
Yeah, and were there any other feelings you had fromrisig to the recordings?

N2Gd NBFffte y2X

X«
~h
>

Xaz2z A0 YIRS @2dz FSSt | fAGGES oAG at
@2dzQR 32yS GKNRdAzZAK gKAOK &2dz KIFI@S G2

A
(0p))
< Qx

| think most people do go through... stresses and strains in thef § X

XeSFK Foaz2fdziSte +FyR &82dz RSOARSR &2dz ¢t yi

presume it was for that reason

CSEKXEYRXU2dzOKAY3 2y 20KSNJ FaLlsSoda 2F A7
GgAFS G2 3ISG dzZLJaSh 2 @S NJ Ysbyoi kn@wsheygdte Y& LINB ¢

understands that side of things so

Yeah, and that was something you were thoughtful of before you started the process
glayQi AO0K 5AR @2dz aLISI] Foz2dzi GKFG Ay &2

Probably not no but

bdzi AGQa&a | LI NI 2F &2dzNJ £t ATFS
Yeah

Y2dz OFyQil A3Ay2NB Al

N2 AF 282dz2Q@S y24 32yS R2gey OGKIFG LI GKgl & 0
@2dz FNB FYR LQY ljdzAGS LJX SFaSR ¢AGK Yeé AT
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X Ad FSSta G2 YS &2dz2Q@S 3A2yS Ayd2 Al LINBQ
people, gointoit YR 2dzad Gl €1 lo0o2dzi 6KIFIGQa 2y GKSA
KFEFSYy Qi XLINBLI NBR F2NJ AG Fd I ff

Yeah, and so tend to ramble on a bit

YSFKEZ FYR GKSNBQAa LISNKI LA Y2NB NR2Y (GKSNB
they - or not saying something which they shoult/e you knoX y R a2 A G Q& K
82dzX YAOGAIFGS GKIFG odzi GKSy Iftaz2z AdQa | N
people are like in real life ¥at what point can you kno%.L. QY 2dzad (AYyR 27
YdzaAy3a ¢A0GK @&2dz I in@rksiing yoa $ayng that dboud itlygah A 1 Qa 2

Yeah, like | never see my son anymore, he sort of...caused a division, on his own so
KSUa 320 OKAfRNBY ¢gKAOK LQOS ySOSNI NBIffe
L YSIYy GKSNBQa y2i YdzOK &2dz Oy R2 | 02 dzl
No Itry to keep contact but he just drifted away, so

XAY @2dzNJ AYGSNWASS €2dz YSY(dGA2ySR GKFG @&2d
TKIG§Qa NARIKG &SIK

Bdzi &2dz R2y Qi (AYyR 27

L R2y QG St 02NgS S| 2@ orOKQR yKIAINSY SRE | vy

wife do o so you know.
(ParticipantJames, 3)

For James, despitenfilinglistening back to his OH upsetting, it was also a useful way to
confirm he wasOKwith what he had recorded. There were relationships from his life that
he either chose to omit or mention only partiglyuided by how he felt they might be
received by his family in the future. Our discussion about the process was a useful
contributionto the research in understanding how oral histories are representations of life
and as such it is often unavoidable they will feature the complexities of life choices and
relationships. It can perhaps be assumed that James and Tim were particularly thibught

about how their oral histories would be received by their families in the futdimvever,
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someparticipans mayneed assistance from theolunteerin deciding what to omit and
include when remembering past relationships and the effect it can havaroryf and
themselvesvhenlistening back in the future. There was a flmancefor the volunteerin
finding out in advance whether thearticipantshould be including people within their OH

or not. For instance, for participantwith several grandchilém, making sure they are all
included by making a note of their names in advarst®uld thisbe appropriate This is a

point which | discussed in the final research interview witlunteerKaren who questioned
whether it was right to check witparticipants about including family members to include in
their legacyd X you start doing that you almost then are interfering with the flow and it
R2SayQi 0S02YS (K% Vulibtd Rayed?). Shé veadlBeen RoZ@rd outh U
this could be an affrarto the LJF NJIi A SCaktddbnyy d ¥ne whole point of | thinkDHand
personal stories is that it is your sto¢§f 2 NJ 6 S G (i S NJValinledr Raken2 HoNE S d ¢ 0
the participans planned for theifamily andfriendsto listen ndurally varied. Jake wanted

to give his as a surprise for his son:
XgKFEi R2 @2dz LXIYy (2 R2 6AGK @2dzNJ FTAYAAKS
B dunno pass them to give me son
XPFyR Aa @2dz2NJ 42y FENBFRe gl NS 2F GKSY R
N2 AGQa 3J2Ay3a G2 06S | &dzNLINR &S
(ParticipantJake, 2)
He was alséeen that his brother and sister never hear it:

,2dz YSYUA2YSR Ay (GKS FTANRG AYGSNBASgE GKI

you prefer not to hear your interview is that right?
Yeah, brother and sister
So,if it did ever get...

L R2y Qi GKAYy]l] GKS@QR SO
fAdSa Ay LI I OS ylYSe |

=

DEABIBEXHRE ANFIK
Yeé araidSNIL R2y

<
¢

(ParticipantJake, 2)
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Heather, after becoming familiar with the concept of making the OHfamdylegacy (as

discussed in th&xperiencesection8.2), formed a loose plan to leavt for her children:
So do you hope they will listen to the recording and get something ffom it

Yeah maybe not in the you know next year or whatever but in time to come it's there

AT GKS@ R2 glyid AGX
(ParticipantHeather, 1)
The idea ofamilylegacy was further discussed in her secoeskarchinterview:

S what do you see as being the opportunities in recording an OH and sharing one

afterwards?

L adzZl}2asS 2dzaid a2 GKFEG L (y2e¢ GKFG GKS
gyt G2 tAaGcSy AGQa adAaftt GKSNB. AayQi

(ParticipantHeather, 2)

The dilemma of the planning need@dan interviewto avoidfuture upset whilst making
sure theparticipantretains their autonomy was mentioned by Hannah, who as a
Bereavement Counsellor, had a unique insight intevlowal histories could affedamily

members:

. SOl dz AGQa y20G lFo2dzi areiay3a JI22RoeS

as
KFNR o0AO0 Aa y2i KIFIgay3a GKIG LKe&aAOoOrt LINBa

Yeah,OKso in some ways the OH can be very good in that way in terms of having the

voice recordingand that presence

KX L GKAYy]l GKFGQa KdzZaASXL NBlIftte R2 &St

35 AlQa R2dzofS SR3ISR

L GKAY]l A0Qa 2dzad GKFG @2dz {y28s UGKSNBQ
a2YSo02Re GKIFGO @2dz YAIKG y20 GKAY]l Ad Y
YdzOK AYF2NXIGA2Y | &4 &82dz OFydoddl yR 2dza i
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thatitma K4 KIF @S 2y gK2S@OSNNRa 3I2Ay3 G2 tAaldSy
AYLRNIFYG GKAYy3a 06SOFdzAS GKFGiQa 6KSNB L 6A

(HCP Hannah, 1)

How aparticipant® OH is received in bereavement can bring a mixture of emstiear
some it might be upsetting. This could be related to plagticipantincluding or omitting
something from their stories, or for an unexpected reason which is much harder for the
participantand supportingzolunteeror HCP to plan for. For thgarticpant, the process can

offer an opportunity to be more open about their feelings:

L KAyl GKS LISNE2Y ¢K2 Aa fAadSyay3a a2 Al
know about or yeah that are new to them, and they might not have seen that side

of, the person before, they might not be an emotional person in the sense

that...some people find it much more difficult fate-face to actually share their

feelings but sometimes maybe in a situation like this | would imagine that for some

people it might beeasier to share their emotions and how they feel about some

things and some people maybe.
(HCP Margaret, 1)

The only research interview conducted witliaanily or fiend of one of theparticipant, was
Christine, a friend of SaraBhe pickedip on the risk of upsdor Saratrecalling traumatic
memories. In this casenemories had surfaced around Sarah losing her husband, and she

guestioned whether there needed to be a support network in place for Sarah afterwards:

| was thinking to myself ghe started breaking down and getting a little bit upset you

1y2¢6 GFt1AYy3 062dzi GKFG ({AYR 2F GKIFG LI NI
42 a4KS RARYy QU o6dzi LQY 3dzSaaiy3a 2GKSNJ LIS2L
to be a depressed kinof person anyway, she always upbeat, but Fdavas thinking

if by the interviewer, if they spotted that somebody was having sort of a little bit of

trouble talking about their past like that then they could direct them to another

supportive serviceit KS& Yy SSRSR (2XFIyR L gl a&a GKAY]AY:
gStftoSAYd LRAYOHG 2F OASe (GKIGQa NBFffe AYL
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enjoying talking about their life but it could trigger off some kind of health points as

well.
(FriendChristine 1)
/| KNAAGAYS Syec2eSR fAalGSyAy3 (2 {FNIFKQa 2NJf

L KFR GKSY ljdzAdGS || 6KAETS 6ST2NB L adl NI SR
GSNBE Ay (GKS OFNJgAGK YS FYyR L 2dzad 2yS GA
thoughtL Qf f 2 dzatlieselOPd ihalksgludelytataily hooked then after that
FYR L gl ydiSR (2 tA4aGSy YR GKSy L ad2LILISR
wait to get back to it to sort of finish off this CD. They weréhink they were only

about 40 minutes long each one but really reallyosged them...
(Friend Christinel)

The facthat Christinechose to listen tahe OHas she drovewas perhaps due tthe

recording format being a CD, which many people choose to listen to in their car. With the

advent of digital file, cars have become arfehe few places people still have a CD player.

(Jakeand Sarah needed assistance from the hospice in getting a CD player and Heather still

KFRYy Qi ftAaGSYSR (G2 KSNE RdzS (2 KRistihe/ 2 Y Lidzi S NJ

listening to the recordingsi KS ¢ a adNHzO01 06S KSENAY3I {I NI KQ3

@2A0S3 |t FaeSdiChristingd)ONSdythie Xtdrieso
XL gla d2a0rtfte dGF{1Sy lglreé gA0GK AGET &2dz |y
OF NXodzi GKS&S & 2iNfbScausesl Sd\ike thitkkinhdtof war tihe/ (0 S NB &
A02NBEXL YSIy GKSe& ¢g2yQi Ftft o06S lFoz2dzi GKS
alP’X A 1 Qa 2dzad FlLaoOAylraGAy3a K2g¢g ¢S dzaSR (2 f

(Friend Christinel)

After listening to the oral histories, they b@me a discussion point when she next visited
Sarah. She was keen to point out how comforting it had been for Sarah to recall her

memories to thevolunteerKate and have them listeto, and record her stories:
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| think just the fact that these people ar&IS 'y GKA & I R& Aa Ay KSI
K2YS fft GKS GAYS GKSNXQa y20 I 20 KI LILIS
IAOGSEa GKSY | LJzN1}2aSXFyR GNAIISNB YSY2NRS
YAYR | yR &a2dzZ 1 AYyR o¥HkesiakihgaBodtdmiCedrierdaties S S NE

R2y Qi GKSeé&K
(Friend Christinel)

Although this interview was the only one witéimily or friendsof participant, the research
interviews did include several firsiand and secondary accounts of people listgnback to
oral histories, especially in bereavement. When, where and how they listened varied

greatly:

As for family, we've had such a variethere was one family that | know that they

fAaldSYSR (2 GKS LI GdASy il QadiesSheysshtiounddf I YR 5

and listened to it and had a laugh about it because they told me about that and
others have still not been able to bring themselves to listen years later, so there is a

huge spectrum of that.
(VolunteerJenny, 1)

HCFHolly, whose mother had recorded an OH, was given a CD of the recording to vet before
passing it onto her brothers:
XR2 @2dz 1y26 6KSy e&l2d2 odA /dzait2e fan2adaf SRy il
LI NI 2F GKAA AGQa gKSYy &2dz OK22aS (G2 R?2

No,g SOy A2y SR AU L YSYUA2ySR Al (2 KSNJ ¢

fA8GSyYQ odzi L 1 yoRedwoitied BourlL NB | ARt Wiz DR y

GKSNBE @2dz2Q@0S GFf{1{SR lo2dzi YS FyR @2dz {y29
keep that me away(K S al @¢a WLQOS YySOSNI alF AR K2 NNARO
Oyl YS8 Yeé @&2dzy3Saild az2y KSUa [dzAdGS Ay (iSNBa

G2 2yS AT aKSQa aAy3aAaAy3ds az &SFHK Ay (KS
one on andust listening to it just me and my son just listen to it and then, feedback

02 Yeé Ydzy ¢6KIFG ¢S (K2dakKig (G2 6KIFIG akKSQR

167



Smith, Samuel50272933 Thesis

fAAGSYy (G2 AGYZ 0ST2NB FyedKAYy3d SOSNI KI LILISY
0KAY 1 VY 2twdlotdwaldiferedheda Siax a2 200A2dzat e GKS
Y& ONRBUOKSNAR o0dzi aKS R2SayQd gltyid (2 3IABS

so she wants me to listen first and then give her feedback.
(HCP Holly, 1)

Othervolunteers and HCPs gave secondary exampléarofly finding out about recordings

after aparticipanQa RS GKY

We had a letter from one lady that Jenny passed on to me because she talked about
me in the letter and it was from the daughtefi K S &  RowRnythirig atjoyt the
NEO2NRAY3IZ dzyiAf &KS RASR FYyR (GKSe@& TF2dzyR

and do you know how they felt about that?

They really liked it | mean the letter was really nice and they said it was really nice to
hear her voice, from before she got really ill base her voicéeterioratedas well

SO.

(VolunteerJune, 1)

Therewould also be thecasefor future family generations who are yet to be born, are

too youngto understand:

X 200A2dzat & OGKIFG NBO2NRSR RA aOyoukikeiy 20 JA 2
a2 L R2y QU 1y2¢ GKSNBQa LINRolofte aAddz GAz2
terminal iliness that's got grandchildren that's got you know probabty, three,

four, five that probably will remember their granddad or grandmother but that's

2yte | @F3dzS YSY2NER 2F gKIFId GKS@QNB 3I2Ay3
Oy aleée WwW2K Oldzrfte GKAA A& | NBO2NRAY3
mentions yournherebdy R 42 @&2dz 1y2¢ OGKIG 1TAYR 2F A1
d2dzyR IAFG 32Sa 2y YyR 2y YR 2y YR 2y 7
20 DA 2 dza podterity. 1 Qa F 2 NJ

(VolunteerJack, 1)
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For somdamilymembers it could be to hard to listen to the recording or they preferred to

wait until after the funeral:

XLQ@S YySOSNI KIFIR | FlLYAfe alQaame ¥ SalWwpl WA
veryhard®2 YSUAYSa G(GKSeé are (2 YS GKSe& KI @gSyQi
involved with them to find out when they do listen to it because actually the funeral

KFa 32yS FyR ff GKS NBad 2F AG ddKFG az2 L
f Sy3akK 2F GAYS FTFOGSNIRSIFGK GKIFG FrYAte €A
listey SR G2 Ad F2NJ GKS FdzySNIf I yROPdDPaA2YSGAY

family relative or whatever iswill do it in their own way really
(HCP Geoff, 1)

How often people chose to listen to recordings was another consideration. Sonretiste
regularly:a XL 1y26 A0Qa I 0A3 (0 KAiké Hsaid tBeNddyFsheY A £ & |y
LI F2da A0 SOSNER Y2NYyAy3aI ARCPHLI, AYh&idpddtaNcdzY A & &
of the voice recording was specified participantJames whavas aware of not having had

similarfrom his parents, who both died when he was young:

The legacy of leaving something behind for my grandchildren, and my wife and
RIFdzZZAKGSNB G223 a2 GKS FILO0G GKIFIGO AdGQa Ay Y
LQY y20G FNRdzyR | y&yY2NB

(ParticipantJames, 2)

In general, the presence of the voice was a major positivéaforlyto be able to listen back

to:

L NBlIffte& OdKAyla Ad A& | 3I22R aSNBAOS GKI
characters lhat have given the stories, how much it means to them and then | met a

FILYAf @ PPPOKSEQR 0SSy O0SNBIFGSR odzi GKSANJI
absolutely marvellou§sK S al AR WA (1 Qa loaz2ftdziSte 62y RSN
grandkidsand 8 NS f 221 Ay3 0 LK2G2a tA1S @2dz R2Q
S Lizi RA&AO 2y Xaz2 (K.EResad@dt\NSEs abit-weildatyirst, Ay (K
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because you could hear their voice and it were like | thim&e months after...but
AaKS aN®Ba fYRIIGR22RQD

(HCP Holly, 1)

Manyfamily members hadnentioned tovolunteers and HCPabout the ongoing presence:

GX Al 6SNBE tA1S UKSEANMIUZ2GIRIZXLS amoad A (BN N yiEK
bereavement felt comforting for most. However, thentent of the interview could require

more awareness in terms of what was being said and timawmight affect bereavedamily

andfriends

Sometimedamily andfriendswere asked to listen to the recording by tparticipantwhen
they were still alive to check it was Gfowever, when anevhere bereavedamily and
friendslistened to recordings varied widely, as did their response. Some found great
comfort in hearing the voice of the deceased and would listen to it regularly, whetbass
were unable to listepor waited until during or after the funeral. There was & tisat family
andfriendscould find aspects upsetting, such as omissions or surprise revelations, but

nonetheless, being giveavoice recording was a unigue, continuing presence.

8.34 Reusing oral histori@sthe publicdomain
The strength of the siry and hearing a voice giving fitsand witness of experience

demonstrated how powerful OH could be as a resource within the archive. The possibilities
of the archival copy were not fully realised by several research interviewees, but for others
with more experience, such as the Coordinator, Jenny, there was more awareness and
positivity around it and how it could be used for educational and intergenerational
purposesA key point was raised hplunteerKaren in the final research interview in which
shementioned the power of people histories and of OH as a vehicle for giving voice to

people who might be @mrginalisedor even silenced otherwise:

XL GKAYl AG Fff SyKFEyOSa 2dzNJ dzyRSNEGI YRAY
history, | mean history haselen... rewritten or amended all the time as we speak
NB I ffe& I-tidcolldwéll bg &sia result of personal histories stories so |

think it does, it actually puts a little bit of flesh on the bones of the history you know

170



Smith, Samuel50272933 Thesis

a2 e2dz Al@& It YREAAOGROYR GKAYy3I (G2 @2dz Ay

voice to people?
Yeah

And making sure that voice is heard by others would you...

[j

L R2 UKAY]l OGKIFG A0 RSTAYAGSte IABSE @2A0S
lthinkital | OldzZ f fé& 2dzad a L aléeédododAiya YdzOK

GKIFEG @2dzONB &l @Ay3d odzi L GKAY]l &a2YSGAYSa

GSNE YdzOK 2y @SIK L adzZJJ2asS AdG Aa LRfAGAC

the powerfd voices are.
(Volunteer Karen2)

In this sense the OHINPSC archive could be viewed as a way of preserving personal histories
which might not be heard otherwis&ith the possibility of offering an alternative to

traditional mainstream historiesf recording ordinary people histories rather than those of

the famousor powerful. These personal histories could bring fresh perspectives to general

historical discourses.

8.3.4.1Documentingsocialhistory
The possibility of using the OHINPSC as a social history resource was identified by several of

the research interviewees. To have the recorded voice givingrfanstl experience of

collective topics such as war and social economic conditions, or morenagsgperiences
relating to professions, local history and identity, were deemed useful for educational,
research, creative work and entertainment purposes. It was suggested they could be shared
within schools, local history groups, on the radio and forudoentaries. For thearticipants
(many of whom did not realise their oral histories might be used as social history at the
outset), this was a potentially rewarding outcome. Jake was particularly effusive about his

OH being used to document social economonditions:

L YSIYy Oly @&2dz AYIF3AYS AY Fdzidz2NEPddgSt
any poverty anymore...and they listen to that, and they go wow...that's how it used

to be, yeah
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(Participant Jake?)

ForparticipantHeather it wa a way to preserve the stories of characters she worked with

2y G0KS YIFNJSOY GXKS add2LIISR SOSNE GNIY O2YAy
a2YS 6 KSNBE #ngeniew]l)yPamcipantlames, despite recording more ofamily

legacy, could sehistoricalrelevancein documentingchanges that had taken place in his

profession:

Like you were saying about social history, so even in my time doing the job | did
things had changed and moved on...so in that respect yeah it would be interesting

for other people to listen to things.

(Participant Jame<)

ParticipantSarah saw ias a wayo let people know about the history dfer childhood
village before ibecame a commutertowri G2 1y2¢ 0GKIG fAFS RAR
before they arriv® ®latendew1).{ | NIrigsn@AKNA a G Ay Ss K2 fAaidSySR

thought they could be useful as an educational resource about the war:

Xedzait +ta 'y SRdOFdA2y It (KAy3 &2dz {y26 Iy
they always dowartimé 2 LJA Oa R2y Qi GKSe& RATFTFSNByd F2N
@SIK a2 S@Sy a I OKAfR LQR KIFI@S .Sye22eéSR

(Friend Christinel)
The referring HCP said similar:
How do you think OH interviews and clgp®uld or could be reused?

| Aad2NR RSTFAYAGSEtEes LQY (GKAY{1Ay3d |o62dzi (K
1Yy26 6KSNB &2dz g2dzZA R LI aa AlG 2y (G2 LQ@OS K
started you know years and years ago sort of war time odwand you think the

RCNRoyal College of Nursin§)2 NJ SEI YLIX S g2dzZ R t 23S GKI
KAaG2NE | aLSO0 2F AGXNdzZAGS FYFTAYy3 FT2N &2

(HCP Judy, 1)
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The idea of sharing wartime memories as an educational resource was echoed by several

other volunteers and HCPs

| mean can you imagine you know a class learning about the war, hearing the story
ofour-6 SQ@S 3I20G G2 | OGdz f f ederakisportgli§ietiBg NB F dz3 §
to their actual words, their voices, people frdplace namejvho came you know on

the Kindertransport, how amazing would that bpeople studying the war, can

listen to the voices.
(VolunteerJenny, 1)

It was presumed that havinigrst-hand accounts like these could be of interest to many

people if they were easily accessible, helped by having detailed summaries:

XIyR L GKAY]l ad @&2dz 6SNBE aleéay3a SIFNIASN &
lot of personal history but alspou know people talk about, how things were in the

1930s, how things were you know what happened to their family during the war,

and these kinds of things which anybody would find interesting, and if we kept more
information about what is contained in therthen you know it would be possible to

put together you know like the history of the wartime years, you know from the

perspective of individuals you know my brother went away to war and | was very

f dzO1e& GKFd L RARYQG 0 dziyNatiofahSErvice ve didl G A 2 y | f
this and | learnt to do this and that and the other and I think hearing those things

from ordinary people, is the best way certainly for young people to learn.
(VolunteerSimon, 1)

The research interviewees believedigue firsthand experiences shared amal histories
could be a ricthistoricalresource and most were excited by this prospeEtaving @tailed
summariescould enable oral histories to be identified by topic, and then shared through a

variety of mediums vih the public.

8.3.5 anging technologies
There was agreement in most research interviews that rapid changes in technology had

changed how we communicate with each other and how we prepare for death arfd grie
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8.3.5.1Formatting
On a basic level thaudio format was no longer only on CDs, with some people preferring

the audio as a digital file or a memory stick. As already mentioned, this transitebliedh&o
CD players being less univerdadwever,many older peoplevere notfamiliar with new
digital formats. This was clear amongst therticipants, who despitgrimarily asking for

CDs, lackethe means to play them:

Xt NBIFIRe ¢S FINB 3ISOHGAYy3a LIS2LXS alre G2 YS
KFEI2S Y& NBO2NRAY3A 2y |.bWNaRidgdingdobatBe] KQ 2 KA
future? Is there going to be some new technology come along that replaces voice
NEO2NRAY3A L R2y Qi (y2¢ FINBE ¢S 3I2Ay3T (G2 08
able to capture our memories in some other way? Is it goingetall Black Mirror

YR ¢SQNB 3I2Ay3 G2 o6S F6fS G2 R2eyt2FR 2d
a2 ¢S 62yQl ySSR (G2 KIFI@GS Fyeé hl o06SOldzasS 2
and we can edit it and... show them what our first day at school lookedhirough

2dzNJ 26y SeéSa L R2y Qi 1y2¢ wfldAKasée I2Ay3

(VolunteerJenny, 1)

Another issue with formatting the audio was filling in the correct metadata to identify the

audio. An issue | spotted when listeningaibthe participantQ @ral histories was that in

Windows Media Player the audio was given wrangl inappropriatel A (i f S 4SeandzOK | &
Yostc Christ the Redeemer Churgf A 3 KG 2y CF 0§ KSNXD AcDeféad Q> Wt | G N
Smoking;/ KSI LJ 5 NHzy { Q 2N fWWA IOYa WRNYBAEX W2KySa {2y 33
an issue for people listening back was unknown but by filling in the metadata prior to

formatting files it could have been avoided.

Theinventionof smariphones ha meant that people anrecord memories easilyia a
camera, video and voice recordéfoweveryounger generations, particularly, oo text
rather than have voice conversations. This was viewed by some as causing a communication

chasm between generations

L R2Yy Qi GKAY]l LISRYI S ANdd43 VY 2INBES e234 |
everything is a text, you know even to her brothers and sisters, and | think just talk,

just talk to each other.

174



Smith, Samuel50272933 Thesis

(ParticipantHeather, 1)1

Sociamedia and the internet hee also changed how we perceive life angath. Certain

websites enable people to research thgenealogyand this was part of the hospice offer:

XGKSY LQY R2AYyeE(IBNYIIft K& LawlOSI IBSdy dzS8 xaz2
65SQDS ABcBskny].BmR] so we're going through it all and | decided to do my

YdzyQad RIRQa a4ARS>Y KAa Ydzvda o6SOldzasS ¢S 1y2
so | was going through it and it directed me to Findmygfazs@m]and | thought ooh

right we'll have a look atthatyaR G KSNB gl & GKAa LIAOGIINE 27
looking at it and it saidmother and | thought oh | will just have a look and there

was a picture of my great great grandmaand then it led to my great great

AN YRRIFIR | LIAYOIONRIVYE2TKHEAGKYR bl A2al 2é&ya
NAY 3 &2dzNJ YdzY Q o0 dzii -to-fagelbgtauSeRny in@m hadkngver K SNJ 7
4SSy KSNJ AN} YRLINByGax FyR L 6SNB fA1S od
It NAIKG 8SHK gKIGSOSNRO

(ParticipantHeather, 1)

8.3.5.2Digital memorialising
I LISNE2YQa RAIFAGEE F220LINAY G Oly y2g alLly oS

photos from pregnancy scans, to being mourned after their death on digital platfétovs.
people are memorialised @hremembered digitally means that grieving happens in a much
more public and instantaneous way. This was particularly apparent to the Bereavement

Counsellor Hannah:

XL dKAY1l A0 R2Sa&a OKIFIy3dS gA0GK 3ISYSNIGA2ya

somebodyhas@R 2y a420Alf YSRAIZXZ &®@wryquigkaad A G Qa

@2dz 1y26 a2 AGQa y2G tA1S a2YSo62Re GdNYAY
G2 AYTF2N)XY &2dz AdiQa {AYR 2F LR2F GKSNB Ay

I Yy R (i Kiheib@siway t# find out that somebody you cared for has died.

(HCP Hannali,)
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Funerals can now be broadcast YouTube and song playlists chosen via the interngt. A
the ChaplairGeoffpointed outA i 61 ay QG dzydzidz £ F2HNOHBE G NJ O a
used in a servicaalthoughthis could require extra thought on the Chapi@ia :LJ- NJi

{2YSGAYSa @2dz 3S0G O2yOSNEBIFIGA2Ya $KSYy @&2dz
0KSaS S RINByQl fAaidSy (2 GKSY &8z 46SUN
R2y QG F¥SSt ¢S. Oy R2 GKIFG Fa @&Si

TKFEGiQa AydSNBadiay3

AYR 'y20KSNJ gl & GKIG a2YSOAYSa KIFLILISya Aa
a2YSK2g fAFG GKABDNIABOVNIBKA 2T HiKSe ai2zdP KiQS
play it at the funerad2Q\&hich is very easy tdo because Jenny lifts it for me, puts in

0KS ¢KFEGSOSNI F2NX¥YIFG Ad Aa FyR L GKSy aSyR
into the kind of running list of music and stuff like that and then can be played as

LI NI 2F GKS &SNIA G X hedlth waning abaut-tiisbecéubed S (i 2
actually hearing the voice of the person whose funeral you are at sometimes can be

j dzZA SG X dzydzadzr £ GKS&aS RI@&a odzi AGQa 0SO02YA
NEFffeéxodzi L R2 IAPS MR WAANESE KES 1IKQY I R
funeral arrangements but also before | play it in the service, | say to the congregation

so that it's not a shock, especially when you are in North Chapel at [place name]

where the speakers are above the coffin so that whbied about the person might

be speaking, from the coffin or what it seems like can be quite disconcerting and

sometimes a bit frightening for people so | would always want to unpack that as

quickly as | can but as carefully as | can with the family ardtingt congregation.
(HCP Geoffl)

The advent of digital legacy platforms was also discussed with the Coordinator Jenny, and

compared with the OH service as a form of legacy making:

| think with the digital legacy stuff | think people tend to do those themselves and |
think there is a real benefit to having someone else in the room asking you
guestions, or even just bouncing of somebody else in the room, rather than just

sitting therewith your phone, and | still think we produce a much better quality of
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recording than an iPhone can, | will always say that, and the archive asyoell

know you can drop your iPhone down the loo or in the canal like my brother did and

>

0 Q &- ev@Bthing is gonel know there is back up facilities and things like that

0 dzii @ 2 dz- I|thyhe what Avei pebduce is a lot more tangible because we offer

GKFGO LISNXYIFYSyYyid aGa2N)r 3ISs odend §1 REE QIAYY § 2 5
excited aboutchan§d Ay (GKS FdzidzZNE Ay GSN¥Ya 2F (GSOF

where that leaves ubl M M N

52 @2dz GKAYy|l AlQa LkRaaAiaofsS GKIFIG GKS hl Y2
legacy platforms?7 777771

| suppose it could because | suppose what it tells yolhet weople want to talk

about, the memories that people want to leave behind, we know what people talk
Fo2dzi>s 6S 1y26 o6KIFIGQa AYLRNIIYyd G2 LIS2LI S
@2A0S3s (GKIFiQa O02YS GKNRdIAK | 20X

(Volunteer Jenny])

8.3.5.3Sharing online
Despite the pace of technology being recognised and several factors being considered, there

were mixed feelings amongst the research interviewees about oral histories being shared
online.ParticipantJake voiced concern aboiamily members faving accesehom he
RARY QiU gdwithh Ad &Kl NS

ONNJ L R2y Ui (1y26 |02dzi 0SAy3I -2hfresitwoS L R2Y
2F Y& FlLYAfes L ¢g2dzZ RyQid tA1S GK®BIYnaz KSI

(Participant Jakel )
{2YS NBaASINOK AYUSNWASHESSaE aSSYSR adzNIINRK aSR
XgKIG o2dzi KSNI AYUSNIASG o0SAy3A WMMWMAELof S

2 SffX LQY &dzZNILINA&ASR Ail0Qa y20 G2 o6S Kz2ySad

thought that would be the next stepeverything would be put online and | guess if
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X
Qi
(Vo))
O«
Q

OKSBIONBKAY |1 Al ¢2dzZ R 6S | 3I22R ARSI
AayQi AGK

(FriendChristine, 1)

Somevolunteers and HCPs were less sure about ushady historiesonline. This inclueld the

Coordinator Jenny:

Xsomebody suggested wiy2 y QG ¢S KI @S | @gFAflofS Of AL

0KS aK2¢60lasS 2yfAyS F2NI LIS2LX S G2 fAaidSy

because the thing about having them as clips to listen to is that we can control who

listens to them, whereas they are online, you know they can be downloaded,

LIS2LX S OFy NBO2NR (GKSYZ O2Lk GKSYZ 6S R2Y
FYR LQY lfgleéa | oAl ySNW2dza | o2dzi GKI GX¢
can do that because | could do that, we @i ¢ yi a2YSGKAYy3 SYyRAY
2NJ @8Sazx LQY afA3IKGEe ySNW2dza lFoz2dzi GGKAy3a

(Volunteer Jenny])
There was a belief that the oral histories might be manipulated in an undesirable way:

How do you feel about clips being shared onlid@®¥ I

AAA PN

b2 adz2NB [o62dzi 2y f Aly SR20Y2LIO ¥ dBISo BIE D3 tdia S
fashioned-L R2y Qi fA1S GSEG L tA1S GFf1Ay3a G2
misread...you know when they1.IM M

LiQa Ayid@mMuaMBEiSR &SI K

CSEHFK a2 L 2dzald KAyl AdQa L GKAYy]1l AlG SIC
g2dzZf RY Qi XL 2dzald FSSt GKIFI{G LIS2LX S 6KSYy AGQ
NEg2NR Al YR (GKSe& R2 nSok&hing nide Kak jyisigoneR 2 y Q U

pear shaped you know.

(HCP Holly, 1)
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In one of the final research interviews | discussed wialunteer Katehe idea of using
social history elements of OH interviews online podcast which was met with

enthusiassm:

so, | was thinking maybe a good idea would be to create some kind of pedcast
AK2NI LIR2ROIFIad 6KSNB ¢S 02dA R KI @S LIS2LX SQ
that when they do the recording and then say a tmmute story would come out of

that into - and so it would be share@@ /777 /7

Yed1MMri

Sraight away pretty much if they were happy to you kniaw1 I 1
Yed1 M1

And we could be very clear from the outset that we were doing that with it if they

wanted because it does feel like a lot of people are ddirgd as family records but

some people are doingthemmueh R2y QG (y2¢ AT &2dzQ@S O02Y
@2dzNJ AYGSNIBASGAYI odzi FNByQd R2Ay3I Al az

something to do or they are doing it from a social histargle I M M M1
Yed1M M

TKSe glyd danartl | o62dziX

They want this thing to be recorded yi@d1 M I

Yeah, so especially in those examples maybe less so the kind of family records but

where people are talking just about their storiegmice nameR NI 11

Yes exactii M M

Xe2dz NNR®

gStftx L p2dd R GKAYy]l 0GKIFIGdQa | 322R ARSI ®

(Volunteer Kate)
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New technology and the rise of social media and digital legktformshas changed how

the public process life and death. The speed at which digital foraratshanging, and the
ease of sharing audio and video onlineshbeeated challenges and opganities for the
conventional model of OHINPSC. Many of the research interviewees felt unsure about how
to use digital formats, and sceptical about sharing oral histories at theoéfité online due

to the riskof them being manipulated or shared on satmedia. However, digital media
offered several nevavenuedor conventional grieving, particularly funeralgshereOH clips
were increasingly used as part of the service. It was also discussed how OHinPSgfenight
an alternative tadigital legacyplatforms, in that it involves more human approach with a
third party interviewer as well as morsecure archiving. Creating a tailored podcast was

discussed as possibly more ethicahethod for sharing OH clifigitally.

8.3.6Reusing in healthnd social care
Anotherquestion which all research interviewees were asked was lmd©HINnPSC be

reused in health and social care. Ideas incluftedraining and promotioal purposes as

well as raising general awareness of being a hospice patient.

8.3.6.1Training
Clips from interviews could be uséaltrain medical staff to have a better understanding of

people at the enebf-life, andused as a tod grasp the person behind the patient by

developing listening and empathy skills:

Well, I guess itraining, we did listen to some in training, snippets, medical training

Fa 6Stt> L OKAY]l OKIFO ¢62dd R 0SXKSt LJFdzZ Ay
O2y @SNEI GA2ya fA&a0SyYyAY 3 veland fintting théSpjeasare NB a L
Ay S @S NE-tegsRerifgther as® Patient but as somebody doing a you know

a history.
(VolunteerFiona, 1)

Clips were also already regularly being used to thainre OHvolunteers or, to inform

hospice staff about patients and the service

XYyl YSa 20 0Ak dien dut..@daydghoRld be taken out then | think

probably educating, us
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Yeah, OKfor educating nurses then
BSOlI dzaS LQY y20 adaNB (GKIFIG SOSNEBO2RE& dzy RSN
Yeah,OKso that they have a better understanding of the service

Yeah, | just wonder if you could get permission from one or two, to actually share
there - a little bit of their story if they are happy to, different styles different
methods, whether that would hplsome people really understand and sort of

capture about OH.
(HCP Margaret, 1)

8.3.6.2Raising awareness
It was also suggested thalipscould be useful for other patients to hear fifsand

experiences of those with certain diseases such as MND or cgraréicularly when the OH

included some kind of illness narrative:

XL GKAY]l LIGASYy(d&a SELISNAS@O&Bkistokies! 6 St tf 0SC
imagine would be talking about their treatment and how their disease has
progressed so | thinkintermsbdS 2 LJt SQa FSStAy3a | o2dzi a

dza ST¥dzZ = FYyR K2g (GKSANI 22dz2NySeé KlFa o6SSy Iy
obviously the main topic of conversation for our patients is how what treatment

0KS2 Q@S KIR K2g ¢ kwhatdidipeopl&dayito tketndhadkiodlof 2 dzi

thing, what was good what was bad that kind of thing.
(HCP Judy, 1)
This theory was also echoed bglunteerJune after interviewingarticipantJames:

| think it could be reused with people with in a way with MND because they could

aSS ftAGGES oAGA 2F oKIG &2dz atAatt OFy R2
at all, I did feel that with him he was quite positive, and he was doing all he could
andsomebody who's perhaps just been diagnosed or it might help it might help

them to...get some positivity back into their life because | would think it is quite
RSOFalGllGAy3 G2 0SS G2t R @2 dzQJ 8eteBoatebuti K G > |

if someone, is quite a way down the line with it, and he's still talking positively he's
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still going on holiday still going to football matches because he still fasa
football team]season ticket and his daughter takes him I think it couldsibdg be a

helpful thing for somebody like that, if they ever get to hear of it so.
(VolunteerJune, 2)

One of thevolunteer alitors also felt clips could be used to help people get used to the idea

of being in palliative care:

Whether there's a use in amselling, or not or whether, whether patients in the

future would benefit from listening to some of these interviews as well, is that if
@2dzOQNBE 3F2Ay3 AF @2dzOQNB 3A2Ay3I Ayid2 LITEALIDG
that were inthe middleof 8 &2 | NB TFdzZNIHKSNJ R2gy GKI G NZI

A

KSIENAY3I GKSANI FGGAGddzZRS L GKAY]l 62dzZ R 0S @
you first go into palliative care, but | think if yemost of these people are
LR AAGAGBSXYy 26 (KS® GNfi]] WHRMAA GREAT AWGS & dz

whether that would help or not.
(VolunteerSimon, 1)
And for helping potentigbarticipants understand the service better before taking part:

...certainly, for training and anonymised for letting other peokh®w - even playing
someone a little clip to recruitthemi K 6§ Qa GKS gNBYy3 g2NR NBOI

them to understand

To comprehend the service

Yes

TKIF0Qa AyiSNBadGgay3

AYR R2 AG fA1S GKIFGX0SOlFIdzaS (KSy weKSe@QR 1

were asking them really or wanting them to record.

(VolunteerJune, 1)
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8.3.6.3Marketing the service and hospice
Quotes from interviews had also been usegtomote the service Thiswas viewed as a

good idea:

.LLQY Ay o0dzaAySaa a2 LQY o6A3 Ayid2 YIFINJSGAY
market, those soundbites of people are fascinating and interesting and | think there's
20 2F LIS2L SOPPGKSANI RSTFlLdzAE G LRaAGAZY
inteviSg X LQY y20 Ayl INSRE BGRR (2KNG NB2QE O 1 Ll 0&taS
NBII OGA2y (KIFG AdQa SFaASN G2 atre y2 (KSy
instinctively say nEmaybe getting those sound bites you could you could make a

sort of quite a goodnarketing case to sort of explain what it is because obviously
d2dzyRa | yR LAOGdINBE | NB SELX Yyl G2NB 6KSNB
fA1S G2 R2 |y Ayl S-NBtoSsople ae2ndrSuretaBodeihbtt A TS K G
WgKe g2dz RiLKRJGB NIX§oaHse saurd bite Elipske&ah | think

they could market the service better.
(VolunteerJack, 1)
Andalso,for marketing the hospice:

X6SQ@S |ftaz2 KIFER ljdzAdS | FS¢ LI GASYyda oKz
[hospice name], andhen that happens, | have sometimes referred patients to our

Communications Team and they will perhaps do a video and a social media post
BNAEfALFY(Od a2 A0Qa 0SSy dzaSR F2NJ LINBY2(GAzZ2Y

TKFEGQa NAIKGE 6SNB K2LIAY3I (2 &®KRAJhBY S 2y ¢ K
55aSNI LaftlyR 5Aa0a odzi KS | Oddzatte aly3
ONRB2YSNE KSUa I+ Ofdzo &aAyaSNI 2N KS gl a | C
World Music Day or something coming up so our Con@asn are going to

interview himand perhaps take one of his songs, because he'll-dstll serenade

you when you go and see him and put it on social media, so it gets used with things

like that and patients enjoy thatthey like having theifive minutes of fame.

(VolunteerJenny, 1)
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Several of the research interviewees, and particuladiynteers and HCPs, expressed ways
in which OH clips could be used for training staff aallinteers about the service and
working in palliative care. It was alsaggested thathey could be usetb raise awareness

of the service for potentigbarticipants & well ago supportpeoplecoming to the hospice.
Finally, clips could also be ustedmarket the service and hospite the public and external

partners.

8.3.7 Sectiorsummary
The outcomes foparticipant, family and friendsnd the public were viewed by the

research interviewees as being myticeted.Participans found comfort in their OH being
archived angreserved On listening back, it could invoke axiare of emotionswhether

that was due tdhearing their own voice and memories and refleason life or deciding

what to includeg or omit ¢ in the recordingFamilyandfriendsvaried widely as to when

and how they chose to listen to recordings. For many it was an enjoyable experience which
enabled them to feel like the deceas@doice and stories remained. There was also the risk
of hearing surprise omissions/inclusions whaduld cause upset, arttie need for a

support networkwas mentionedfor bothparticipantandfamily and friendsshould any

upsetting topics be raised.

For the publicall the research interviewees agreed that the oral histories could be a rich
social hstory resource vianultiple mediums especiallyin education. There was a need to
find ways to access them within the archive twsare they could be used the future,
especially as somgarticipants had recorded their oral histories for this specifiagen.
Therewere alsosuggestiongor reusing oral histories in health and social care, particularly
relating to promoting the bspice andservice delivering associated trainingr raising
awareness for hospice patients and potential atticipans. Digtal technology and the
internet were deemed by the research interviewees as presenting bpgortunities and
challenges for OHINPSC. Whilst there was ambivalence about sharing OH clips online, it was
felt that there were ways, such as podcasting and sigaaudio at funerals, in which OH
could work well within an ethical framework. It was atsmsideredhat, although OHINnPSC
mayeventually become superseded bther digital legacynethods it offered a unique,

human and relativelysecureway of archiving@®H
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9. Constructivisgroundedtheory

In thefindings chapter | discussed the processes in motives, experiences and ouioomes
OHinPS(ere | focus on th€GTand how the different research interviewee groups and
the data generatd during the study were involved in identifying a basic social process. |
start by diagramming the basic social procesgiwihg voicevhich serves as the medium at
the core to other key elements supported by the findin@sring voice is present
throughout whether it beto the participant, orby the participant to the volunteer and HCP,
family and friends or archive and public domain. It is the primary reason for undertaking
OHInPSC and the main consequence. It happensédéie interview takes place in the
planning, during the interview recording and afterwards in disseminating the recording and
discussing and reflecting on ftheopportunity to remember and reflecan be perceived as
the action which enables the servitehappen in the first instance. During the process
autonomyandsocial interactiorare both key processes in mirror duality which become
apparent, with a desired outcome dfgnity. Central and integral to these elements is the
process ofjiving voicenhich enables all four elementkpresent the Giving Voice Theory
(GVT)Hgure 19) as the CGT for this thesis which encompasses the key elements of my

research data and the bessocial process of OHINPSC.
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Figurel9: A diagram illstrating the basic social process of thigig VoiceTheory (GVT)

Autonomy

Opportunity to /]_,

Giving voice ﬁ[\ Dignity
remember and reflect \’—t \—l/

/

Social interaction

| now give detail of these social processes considering how they figured for each research

interviewee group throughout the temporal process of OHInPSC.

9.1 Giving voice
The act ofjiving voicenappened in both a literal and abstract sense. anticipants and

their family and friendst was having the voiceecording, and forolunteers and HCPs it

was being able to support this happening. In an abstract sgivegg wicemeant the act of
enabling and supporting thearticipantto have autonomy. In taking part they were
encouraged to share their voice and identity and express themselves whilst planning for the
interview. This could lead to them discussing their lifd amemories withfamily and

friends other patients and HCPs before the interview. During the interview they could talk
within reason about whatever they wanted, usually with no time limit, and had the
opportunity for followup interviews. The interviewewras a third party, who probably did

not know them prior, or about their medical background.

The physical capacity to give voice also factoRadticipantJames, who had MND, was
unable to speak for long, with coughs and splutters throughout the intervitier
participant could be extremely tired or under the influence of medication which affected

their speech. How well the interview was recordethe microphones used, recording levels
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and other background soundsall shaped the final voice recordinfhe different settings
for OHINPSC had their own acoustics to be aware of. Even in the puramehospice
room for OHiNPS@plunteerJenny mentioned an example of laughter from the corridor
which was incongruous withgarticipanQ &  y I NN (eftiycided.Samyg  dzLJa
participant andfamily and friendsvere pleasantly surprised by the audio quality of the

voice.However, if the voice was not well recorded or at its best, it could be upsetting.

The power of the voice was unique to OHINPSC in comparison to othafdifel legacy
services. Being able to hear and remember the voice was extremely important to the
bereaved. How and when they listened varied widely, whether it was soon or years after the
participanthad died, and recordings were listened back to in their home, car, alone or in
public spaces such as their funeral. Several research interviewees mahttumehysical

power of the voice as an ongoing presence as if the person was in the Byosigning the
Recording Agreemeribrm the participant was also giving voice to the archiMeat the

voice was being preserved was another positive for reseatelnviewees.The voice was an
important attribute within the public archive. Having a social history resource with first
handexperience, in a physical form, which could be heard in schools or museums was
deemed unique and excitinyolunteerJenny gavehte example of a pagarticipantwho

had travelled on the Kindertransport during World War 2, and how interesting it could be to
hear that firsthand perspective in schools. For sopaticipants, giving their voice for

social history purposes was a keytime. As mentioned byolunteerKaren it was also a

wayto give voice tgersonal narratives to be heard v might normally be missed or

silenced in public discourse.

9.2Opportunity to remember and reflect
Theopportunity to remember and refleetas gparent throughout the temporal process, in

terms of both being remembered and recalling and sharing memories. Remembering was

central toparticipanQad ARSY A GAS& yR K2g (GKSe& gAaKSR i
In the first instance, th@articipant was remembered as a person rather than a patient by

the referring HCR/olunteer, both through their interest in them as an individual, and

providing the opportunityfor them to be remembered~or example, when HCP Holly met

with participantJake prio to joining the service, they had friends in common, aoth used

NEYSYOSNARAY3I LIS2LXS a | gl@& G2 o02yR® L KSfL
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background and identity, and for the patient to be able to understand, and possibly trust,
the HCP more. When asked if they would like to participate, potepsigicipant

automatically began to recall memories, both internally and externally faithily and

friends or even other patients, in anticipation of the interview. For many this was a positive
experience of selfeflection, affirming their identity and possibly giving them something to
think about other than their medical care or diagnosis. Rbecs this brought into question

their own mortality (Heather) oothers{Jake).

The extent to which eacparticipantprepared what they wouldeflect onimpacted the
interview. ParticipantJake mentioned he was asked to speak about whatever wasson

mind, which is what he didvhereasparticipantJames planned what to say in advance, both
in written form and mentally. They were both interviewed\mlunteerJune, who had an
interviewing style of saying as little as posstiol@iphold the autonony of theparticipant

She viewed the service as primarily to create a personal recorfdraty and friendswho
g2dzZf RYyQli 06S AYyUiSNBaGdSR Ay fAa0SyAy3a G2 KSNI ¢
her approach worked well fgrarticipantJames, buless so foparticipantJake Volunteess

had different interview approaches ranging from minimal prompting to conversational. This
impacted on howparticipant reflected and performed for theolunteerand future

audiences such damily and friend®or the public.ForparticipantRalph androlunteerJack,

the interview was more conversational. This worked well and they reflected on memories in
common about local history, having several shared experiences. This conversational
interviewing style would havkeeen unsuitable for a personal family legacy wherein the

minimal approach o¥olunteerJune was ideal.

The act of remembering and reflection, in learning about social history, was also a motive
for volunteers for joining the servicdn listening and ertding reflection from the

participant they interviewed, they could also make a positive impact tgoduicipantQ a
wellbeing. How therolunteerprompted and steered thearticipantin structuring their
memories and stories was successful dependent on their understanding of if it was a
recording forfamily, or a social history. Where the motive wassdefined, thevolunteer

perhaps needed to adapt to both approaches, stayingdigrgff the recording but also
prompting or steering when needed. Recording a family legacy added more pressure on the

participantin what to include or omit, knowing thdamily and friendsvould be listening
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back. There was a risk of upset recalling @ertife eventssuch as past relationships or
forgetting to mention people or happenings dzOK & 3INI YROKAf RNBYy Qa yI

anniversary date.

Someparticipant Q YSY2NE OF LJ OAGe YAIKG 060S O2YLINBYAA
other considerations. Agough noparticipants had dementia, this was discussed by

volunteers and HCPs as to when more support might be needed. Hopatttieipant

performed and identified as a storyteller their reflectionwas dependent on who was

interviewing them. The caonstruction relied on factors such as gender, age and social

background, which could determine how they related and plaeticipantsimemories were

invoked.

For theparticipant, listening back to check the recording was another powerful period for
reflection. ParticipantJames found it quite upsetting. Othparticipans who listened back
(Jake, Sarah, Ralph) found it invoked more remembering, whether thinking they sounded
like a deceased family member or reflecting on their life in an encapsulated there was
the risk that ifparticipant chose not to listen back (Heathasr were unable to due to their
illness or dying (Tim), they would include or omit parts of their narrative which might upset

others.

The research lacks firsiand experience fdamily or frienddistening to recordings in
bereavement, but based on those with secondary experience, having a recording was a
unique way forfamily and friend¢o remember gparticipant and a lasting way for their
memories to continue. Rememberingdreflection could also happen via publicly archived
recordings in educational and research settings, or extracts being played at events and in

training.

9.3 Autonomy and social interaction
Autonomywas shaped by thsocial interactionparticipans had or lacked during the

OHInPSC process and how they chose to identify themselves and with others. In deciding to
take part, participans would often refer tdamily and friendsHCPs or other patients for

advice and to help their understding. Converselywhenparticipans did not have
immediatefamily and friendor frequent social interaction, visiting the day centre or having

more frequent visits from HCPs andlunteers became a motive for taking part in OHInPSC.
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For HCPs, spending nedime with (potential)participant and finding out about their
backgrounds led to stronger links with them and their families, in turn giving them

autonomy to make more informed decisions about their care.

The interview ceconstruction betweerparticipantandvolunteerwas a social interaction

and the Coordinator was key in trying to effectively matokunteers to participans. When
successful, this gave thparticipantautonomy to affirm their identity astoryteller. For

some this meant sharing stories of other people rather than themseRaticipants

recording social histories tended to focus on places or times of change key to their identity.
Thevolunteerhad a role in supporting thparticipantwith their autonomy, particularly with
participans with MND or Dementia who may require extra support friamily or friendsn
writing or recalling memories. ThelunteeQad 2 ¢y |+ dzi2y2Yeé |t a2 RS@St
new skills in OH interviewing and recordifk@rvolunteers conducting interviews in
participans homes, there was the risk of blurring professional boundaries in supporting
participants beyond the OH. This became the case wittticipantSarahwhom volunteer

Kate wanted to befriend, knowing @ Sarah would enjoy the company. This was not

allowed by the Coordinataand thus social interaction was ended

New opportunities for autonomy arose fparticipans in listening back and reviewing their
recording/sand confirming edits. Howevgthis wasat risk when the audio editors made
changes to recordings without consulting tparticipant The balance as to what edits
should bemade, such as deleting coughs, interruptions asgktitions, ideally would be in
consultation withparticipants, but the editors worked entirely in isolatio his could have

been another opportunity for social interaction.

The voice recording, as an ongoing physical presence, created new potential for autonomy
and social interaction faiamily and friendsThey had freedom to listen to the recording

when and where they chosébwever, there was the risk of hearing it unexpectedly in
publicspaces, such as funerals, museums or online. The recording could be a social activity
for family listeningogether, or if theparticipantwas still alive, a means to finding out more
about themand increased social interactio8imilarly, archived OH extracts heard in public

couldfoster social interaction
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9.4 Dignity
Dignitywas a desired outcome fqrarticipant, family and friendsfor volunteers in being

altruistic and HCPs in composure in their interactidfea. HCPs, it was an opportunity to get

to know the person behind the patientiCP Holly, who worked in the community and so

had more time to interact with atients, explained that knowing how to pitch OHInPSC

sensitively, as a method to record memories, without mentioning mortality, was a dignifying
approach for recruiting peopld.he OHINPSC service standigside of medical care and

interventions was djnifying, givingarticipans a new sense of autonomy, and space for

reflection. Other HCPs who referrgdtients also took part in dignifying conversatiohkCP

Keith proposedarticipantTim leaving birthday cards as a legacy for his child, but OH was
OK2aSy o06S0OFdzaS Al RARY QUG NFpditdeaudiBrorfpihn (2 & NA (
during the interviewThe anxiety around leaving messagesféonily at the endof-life was

lifted by being able to verbalise them in a storied manner with external support.

Otherparticipant took part in OHINnPSC after visiting the day centre. Set up to create a
dignifying experience in itself, it enabled patients to have time to chat with other patients
and HCPs and offered creative and therapeutic interventi@®i$was viewed by both HCPs
and participant as a particularly popular and adaptable intervention in the day centre.
Despite not having younger family to give a recording#uticipantRalph, irdiscussion

with HCP Margaret, agreed the OH process could be adapted to be conversational so he
could record social history relating to his career and local knowledge wittuateerfrom

a similar background. Thgarticipantlived alone and felt he haa lot to shareso found it a
particularly dignifying experienc&imilarly participantSarah livedlone and enjoyed
meeting people at the day centre. Although she finished her allocated visits, she was keen
to continue. For her th®©H, and coincidup visits to her home for interviews, enabled her to
feel her stories, and companyiere valued. She could talk for as long as she wanted in the
home interviews, and to golunteerwho showed interestlt can also be assumed it was a
dignifying experienceof the participans (James, Tim) recording family legacies, both were

ably guided by theivolunteers and achieved positive outcomes.

Whenpatrticipants were well matched witholunteesrs, it helped ensure a dignifying
experienceVoluntees found the expaence worthwhile, learning about history while

contributing to theparticipantQ & -lieidd. The experience was perhaps less dignifying for
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participants Jake and Heather and their respectindunteers. In these interviews, the €o
construction lacked undstanding and definition as to why it was happening. The

participant could have perhaps benefited from more steering byuwbkinteers, and the
volunteers from a clearer understanding of tiparticipanQ & Y 2 A gafidipans hadl (i K
children to pas# on to, but mentioned a communication disconnect with them. Their
interview narratives were more ad hoc and shaped by either what was on their mind at that
time (Jake), or the stories and histories of others (Heatldrgir approaches to the

interview/s also tallied with their own sense of mortalityarticipantHeather had recently

been given an altlear cancer diagnosis, and no longer identified as palliative. Instead, her
narrative focused on her interest in genealogy, sharing stories and memoresenided
familyand pastc#s 2 N] SNE® ¢KS aKAFO FNBY WLQ (2 WikKSe
unexpected for thevolunteer, who became less interested in interviewilRarticipantJake

had an estranged relationship with his son and was interested im@tsacial history

setting. For thiseasonhe chose to focus on the poverty of his childhoblé. was

depressed and isolated and offering a dignifying experience had been a motive for the
referring HCPPRarticipantJake was not palliative, but his currenental health, and

spending much of his time in bed in the dark in a nursing home, perhaps meant he had
dwelled on mortality, particularly his deceased brother and parents. As a result, his life story
focused on trauma. This was unexpected for Wiounteer, and not something she felt his

son would want to hear. It is unclear if the interview was a dignifying experience for the
participant While he clearly found the experience of passing on his stories for posterity as
social history a dignifying proce$® was unsure about how it might come across to his son,
and also suggested it might have been better had his son been the interviewer. The
volunteerappeared to find the process undignified, commenting on how uncomfortable she
felt visiting his dark nuimsg home room, and the shocking nature of some of the stories,
GKAOK &aKS O02dzZ R y20 AYIF3IAYS lyez2yS g2dxAZ R 4y
motivations. This could, perhaps, have been a more dignified experience for both had there
beengreaterun@ NE G YRAY 3 2F WI | ®lodeerYifelbded®agie | YR KI R
adaptable in steering the interview accordingly. Discussions could have been had between
the volunteer interviewergJune, Fionpgandparticipans Jake and Heather prior and after

the interviews about how the recordings might be heard in the future, especialfariyy

or friends Whilst aware of thearticipanQ & | dzii 2 yaluvées couldh&ve noted
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what was said or missed during the interviews which might cause upset in the future and

discussed this with thparticipans.

Sharing their families' social histories was potentially dignifying for patticipans. It is

less clear how these narratives might be received by their famitiagicipantwl { SQa az2y
may not have been shocked by the traumatic memoritessmay already have known them

or wisted hecould have asked mor@articipantt S+ 6§ KSNDa OKAf RNBYy Yl & 7
pleased to have a record of thaxtended familybackgroundForparticipants James and

Tim, who recorded family legacies, their family being able to listen to the voice recordings in

the future can be assumed to be dignifying fleem. With James having MND, recording his

voice whilst still possible gave even more impmite as a family recor@articipans Sarah

FYR wlfLKQE NBSO2NRAYy3Ia 6SNB LINAYINREfE G2 o6S
received depends on their future accessibility. Whether it was a dignifying experience for

them as legacyvorks on the assuption they are heard by others, and that others want to

hear them. As mentioned by Ralph, this relies on them being well indexed and publicly

searchable.

9.5Chapter summary
As outlined, the basic social procesgniing voicgthe GVT)s a way to undetsnd the

OHInPSC service, which begins and continues through the temporal process with
remembering and reflectiohis in turn creates opportunities and challengesaigionomy
and social interactiowith a desired outcome dfignity. This process can lieterpreted for
each of the different research interviewee groups in how they suppatufteers/HCPS)

and are supportedparticipant, family and friendsby taking part in the service.
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10.Discussion

10.1Introduction
| start thisdiscussion chapter with a recap on my original motivations for conducting the

research and the aims of the study. | conducted this research after working extensively in
the field of OHINPSC for over ten years and witnessing and supporting several OHINnPSC
savices in their organisation. Being able to research OHINPSC for this doctorate offered a
way for me to able further evaluate and understand OHINnPSC from the perspectives of other
involved parties, namelgarticipant, family and friendsHCP&ndvoluntees. The PhD has
given me opportunity to vastly improve my research skills, giving me knowledge and
practical application of performing a literature review, choosing an appropriate method in
CGT producing coinciding methodology and analysis, presentinfjmdings, building a

basic social process from my CGT, and finaliying this discussion.

OHhas grown significantly in its stature and developmienthe UKsince theOHSbegan in
the early1970sas an ethical and best practice body for recording grify people histories
Since the early 2000s it has expanded even further due to digital advancements making
recording equipment affordable and more user friendly. Funding bodies such as the

National Lottery Heritage Fund have also invested heavily imaamty history initiatives.

Since the early 20009HinPS@Gasbecome an adaptable model for people in palliative and
supportive care to record their life stories and memories with the possibility of them being
used as legacy for family and frieratsd inthe public domainpreservedfor posterityin a
professional archive. The ease of recording the voice and sharing audio files enabled this to
be done at small cost, and successful services started to appear in hospice environments. As
confirmed in my liteature review, whilsOHwith older people is not a newhenomenon,

to have a service available to people in palliative and supportiveisdhee UKwas unique,

with scant prior research. | was involved as a Research Associate in previous unpublished
research for Macmillan Cancer Support, which culminated in a report, '"How does providing
an oral history at the enaf-life influence weklbeing of the individual and the bereaved?’
(Winslow and Smith, 2013The research involved interviewipgrticipans, bereavement

volunteers, HCPs anfdmily and friendsand found that OHINPSC was beneficial for all
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involved.participant found it an enjoyable experiendemily andfriendsvalued the voice

recording, and HCPs viewed it as beneficial, complementing therpgsiclinical care.

The above study served as a precursor to this research, and following on from conducting a
literature review and analysing the relevant texts based on my own experience of working in

OHInPSC, the following sensitizing concepts werabdished:

1 Meaning forparticipant before, during and after the interview: motivations,
experience and legacy.

1 How motivations and experiences interact with experience of health and social care
and relationships with others.

1 How legacy iproduced, stored and reused.
Based on these concepts the aims of this study was to question:

w How is OH experienced Iparticipants, famiy and friends, HCRsdvolunteers in

the context of palliative and supportive care?

With the sub-questions:

W What are the implications ddHinPS@r HCPsnd health and social
care?
w How is dialogical content created within an OH interview in palliative and

supportive care and then reused?

In this chapter | outline my contribution to knowledge,aiss my findings and GVT in
relation to other relevant literature and explore the existing nursing theories and practices
of personcentred care andontinuingBonds(Klast al., 1996) which | view as of

relevance to OHIiNnPSC and the GVT. | then evalhetestudy using tools suggested by
Charmaz2014, p.33&338)and finish by discussing strengths, limitations and final

recommendations.

10.2Contribution toknowledge
As already detailed in the literature review discussion, this is the first time gbdést of my

knowledge, that this research has been done. The research is unique ifd{Siag a

method to understand the temporal experience from start to finish for all parties involved in
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an OHnPSGervice.There has been some prior research pertaining@dinPS@s listed in

my literature reviewand recently, a yet to be publishetudy (HaltonHernandezt

al., 2023).However this study incorporated a method for follewp semi-structured

interviews, which Bowed the research interviewees to reflect and develop their thoughts
through the research process, and for me as researcher to ask fafoguestions and

explore meaning and theories with them. Based on the findings | developed the Giving Voice
Theory (GVT)which helps to understand the social process of OHINnPSC. The theory can be
used when planning and delivering OH and life story interventions in which there is an audio
legacy outcome and potential therapeutic benefit for gharticipant The theory caold be

further tested with projects which fulfil this criteria beyond palliative and supportive care
settings, for instance as a tool for recording family histories or within intergenerational
interviews.

This study was unique in recruitingarticipans, family andfriends,HCPsand voluntees.
Whereas there have been previous studies with all these groups, as far as | am aware this is
the only study which has involved multiple interviews with research interviewees. This study
aims to give a more detailashderstanding of the social process@HinPS{t contributes
findings where there is scant research which can be referred to in terms of biographical
methods for patients in palliative and supportive care with an audio legacy output. As
outlined in my iterature review discussion there are several other biographical methods in
palliative and supportive care such as life review, reminiscence and Dignity Therapy which
have been the focus of a great deal more academic research. OHINPSC, in comparison, is
primarily concerned with the historical document rather than biographical methods which
are psychotherapeutic interventions. However, based on the findings of this study, there is
some evidence of OHINPSC being a therapeutic intervention which is discatesed this

discussion.

OHInPSC is unique in comparison to other biographical methods in that the voice is
recorded and preserved fgrarticipans, family andfriends and the public archive.
Although some biographical methods in palliative and suppertare do include an audio
recording, the majority have a writtefyuksanoviet al., 2016)or visual output(Boles and
Jones, 2021)Sometimes, as in the case of Dignity Therapy, audio is recorded and then

destroyed in favour of the written document as legd€hochino\et al,, 2005) Other
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methods have no physical outp(€hianget al, 2010) and are solely a therapeutic activity
which may be to improve wellbeing and quality of life. This study is unique in including the
legacy output of the voice recording, and thus the motivations and experience of the
research interviewees, which are entwined with an understanding of this oulfhé.voice
recording sets OHINPSC aside from other biographical methods, and this research is
primarily concerned with how this positions it as a biographical method. | now concentrate
on theGVT within thehree areas of my findings: motivations, experierand outcomes

anddiscuss with reference tother relevant research.

10.3 Motivations
Theact of giving voice was central to theotivations of theparticipants, volunteers and

HCPsandtheir reasons foinvolvement in the service corresponded with pi@ys research.

For theparticipant, the motives of creating a family legacy or a social history record, as well

as doing it for themselves, either as an opportunity for them to have a conversation or to

take stock of their life and memories are all menial before, with the same OHINPSC

model researched by Winslow and Sm({#913) These three main motives are

manifestations of giving voice whether it be family and friendsthe public or he

participant It could be argued that it was immediately diging for them all in being asked

to and agreeing to take part. There was also evidengeadicipants taking part for

additional social interaction. Taking pamtOHbecause of loneliness, or wanting to be

helpful has been identified in research as ativation for people agreeing to be

interviewed(Jones, 1998) ! OO0O2NRAYy 3 (G2 W2ySasx GKSaS LIS2 LI
GYAIKG FAYR GKSyYasStogSa SELRaAYy3I (KSWasSt gSa Y
p.51)

Thevolunteers and HCPs were alsentral to the theory of giving voice, enabling social

interaction and reflection. As in other studies centredwaiunteels on a biography service

in palliative cargBeasleyet al., 2015; Hesset al., 2019a) this research found that people

were motivatel tovolunteeri 2 K S| NJ LIS2LJ SQa ad2NASasx o6SOF dza
career backgrounds, and for altruistic reasons, including giving something back for the care

that they or family had received. In this sensevbjunteeiing, somevolunteers were

reflecting on their own past circumstances and opting for social interaction as motives for

their involvement. The referring HCPs reasons for their involvement in the service echoed
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those given in previous research, which suggested that HCPs appithe@atgervention

'y R &S SimpottantO®2 YLY S Sy i  { @Vindddwand Brdith,f2018) p. NS £
Previous research suggesting that biography as legacy work in palliative care could lift the
LJ- G A Sy {(help with @egréssion and loneliness and support them in finding meaning
(Lichter, Mooney and Boyd, 199p®as also apparent from the HCPs interviewed for this
research. Again, enabling social interaction and reflection were central to HCPs reasons for

taking part and referring people to the service.

An unexpected finding not mentioned in previous research was that the rationale for some
participant doing it as a family legacy, a social history record, or for themselves morphed.
As they began to reflect oand understand what was involved in the act of giving voice and
how this related to their autonomy in the choices they maaled the social interaction they
encountered, their motives changed through the temporal process. This illustrates how
OHInPSC corasts with other biographical methods, such as one suggested in a recent study
with strict variables, in whicthe audio output was only created for family legg€uhlset

al., 2021) The OHINnPSC model for this research was unique in the interbangan audio
legacy for family and friendandan archival record for further research and social history
purposes presenting multiple ways of giving voidehevolunteers and HCPs had their own
interpretation ofparticipantt Q a4 LJISOA FA O Y 2vinAn@ntiona ragardingl Yy R (0 K S A |
OHInPSC which fed into the social interaction and shaped the autonomy patheipant

All the research interviewees had varied understanding of OHinPSC and this contributed to

their interpretation.

A lack of prior knowledge anunderstanding o©OHfound in this study was not new
(Rickard, 1998; Winslow and Smith, 2Q1&)guably, for some research interviewees it
continued to be not entirely clear in terms of the way their OH would be uBEkére could

be confusion as to who vgabeing given voicélthough alican be assumed participast

were presented with th@©HinPS@formation sheetand the process was explained to
them, it is possiblé wasnot read or fully understood, and there was the riskpafticipans
entering the 1 process without the full picture of how their OH might be used. This was
the case witlparticipantHeather, who revealed in the research interview that she did not
realise her interview would be available as a social history resource, although this was a

positive outcome to her. Where prior conversation with fharticipantwas lacking as to the
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service remit, the issue of not having a comprehensive understanding of the possibilities of
OHInPSC could shape hparticipant decided to give voice and refteEurther to this, in
understanding the service as being for the researcher or the hospice rather than for
themselves, it could challenge their autonomy and own motives and become a less
dignifying process. The risk of @Hrticipans not fully understanding what they are

entering into on starting an interview is arguably a common yet under researched
occurrence with OH projects in which people are generally happy to help, and sometimes do

not feel a need to read and comprehend thgd paperwork.

With the introductionof GDPR in the UBata Protection Ac2018, OH interviews now

require a Pre-participation Agreement to be understood and signed, as well as a Recording
Agreement covering copyright and access clearance to be sidtezdree interview(OHS

2019) Whilst these are in part to enabparticipantautonomy, both contain complex text
which unless verbally discussed could easily baffle potgmaidicipants. It is perhaps not
surprising that a comprehensive understandiagnot always reached, despite a more
accessible information sheet being provided and the best efforts of an interviewer talking
through it with them.In this sense it is essential that volunteers and HCPs can give voice as
to what is expected by the partgant and what the purpose of the service is prior to

starting. This is exacerbated further by OH being conducted in a palliative or supportive care
environment, in whictparticipants (and HCPs) have other pressing priorities to reflect on

and where OH islassed as a social and holistic activity. No corresponding research could be
found relating to the issue of Ophrticipant not fully understanding the OH proceswd

the accompanying legal documentation, but a section on@Svebsite dsyour oral

history legal ancethicalZ (OHS 2019) is devoted to providing guidelines on this subject.

How to further assist in providing understanding of the letfdumentationcould be an
interesting area of future research, which might help other oral historiarexplaining

information to potentialparticipants and stakeholders.

Somevolunteed Q dzy RSNB Gl YRAY3I 2F hl Ayt {/ OSY(iGNBR
viewed as more a social history record and this could be at odds with whatitieipant

intended, particularly when their understanding was limited. Whilst the useohinteers

can encourage an adaptable approach to working with people in palliativeidesseet al,,

2019a) there could be a communication disconnect betwetunteerand participantas
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to both their motives. This could also be the case for HOBw& some referregarticipants
to the service was adapted to avoid talking about the -efidife and legacy anahstead
making it a storytelling and memory sharing activity which could then suggest the OH
recording was for th&olunteeror hospice rather than thearticipantas a family legacy.
HCPs knowing how to communicate with patients about the-efilife is ageneral research
topic within palliative care not specific to OHinRB&Gghtonand Bristowe 2016) but in
discussing a legacy making service it is hard to avoid and guidelinedunteers and HCPs
could be useful to avoid causing upset and distrelss layer of social interaction, whilst
aiming to be dignifying for potentiglarticipants can also lead to a lack of understanding
and autonomy as to the potential of a voice legacy as an act of reflection, especially for

family in bereavement.

Understarding that there were multiple and temporal motiveasgiving voicentroduced a
new way of thinking about the OH process for me. This calboeit because uniquely there
was avolunteerwho had previously had her OHInPSC recorded and so had a strong
understanding of both sides of the interview scenaridnderstanding that OHInPSC could
also be for the self rather than for family or the archive was perhaps the ultimate act of
autonomy, in which someone can reflect on their life and give voice and meaningito th
memories for their own selfratification. This idea allowed me to see OHInPSC through a
more complete lengseeFgures 12 and 13)or theparticipans who were not recording a
defined family legacy, there could be other motives at play which ccddge through the
process. This was particularly so for reticipants who had children to give their voice
recording to but for whom it was not their primary motive to record the OH and only on
reflection did it become so. By not having a clear undewdiag as to the legacy potential of
the OH and seeing it as more of an activity or a changgvievoice for the public record,
their imagined audience was more open, and confusion was created between personal
legacy and public reminiscence. This couddll® a less dignifying outcome for the
participantand for family receiving the recording if the family legacy was lacking. If they
were keen instead to record a public reminiscence, their autonomy could be challenged by
their volunteers not understandingvhy they were not tailoring their OH for their children.
This draws on the differences and similarities between OH, life review and reminiscence,

having blurred boundaries open to misinterpretati(@ornat, 2001) This study was unique
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in being the operended OHINPSC model on offer which allowed for different types of

reflection.

Whereas predominantly biographical methods at the @idife are seen as therapeutic
interventions or meaningnaking activities to promote dignifHesseet al., 2019b)

OHIinPS@& multifaceted Whilst there is some literature which argues for OH as a
therapeutic pursuifTaftet al., 2004; McCarthy, 2010its primary focus is the historical
record and thus OHInPSE@nds alone from other biographical approaches in palliative and
supportive care. Where there is good understanding between all pagasi¢ipant,
volunteers and HCPs) as to the motives and audience, there is the possibility to enable more
autonomy br the participantas to which direction their OH is intended and for whom.
However, the wider scope and resulting audio output can also lead to more confusion and
unintentional upset for both thearticipant(Rickard, 1998&nd family and friends listengn
back to the voice recordin@tewart, 2013; Stewart and Brown, 2017)

10.4 Experience
Experiencing the OH interview presented new challenges and opportunities encompassed

within the GVT As could be expected prior to starting the study, the findings ssigine
setting of the OH interview, disease of tharticipantand the relationships between all
involved influenced the OH experience and act of giving vt there being several
possible settings in which the OH could happen during the study ipassible to get an
understanding as to how it varied. As expected the interviews paitticipants on

inpatients wards tended to be more family legacy baseith participant closer to the end
of-life (Winslow and Smith, 2013 this situation the autoomy of theparticipantwas

given added importance and social interaction waitored tosupporting them in achieving
a fitting legacy when they lidifficulties expressing their feelings this scenario
volunteers and HCPs could be skilled in helpergiggpants find their voice and frame their
reflections.Whereas those which happened in the day centre, in the community, or in
LIS2 L SQ& K2 YSa paltiSiparsSvitn mor2 tinte &nd thiisisdme of them were
less focused on a family legacy andrenon quality of lifg Taftet al., 2004; McCarthy, 2010;
Ligonet al., 2012) In these instances, social interaction was more akin to having -aveyo

conversation or enabling discussion.
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The disease of thparticipantshaped their OH experience and howetoutcome could be
dignifying for themFor those with cancer it could be having the opportunity to reflect on
their illness journeyMcCarthy, 201Q)whereas for those with dementia (as deemed from
secondry accounts), it could be a meaningful way to involve family in reflection
(Savundranayagam, Dilley and Bast2@l1) andfor those with MND an alternative to

writing and a method to preserve the voi¢€ave and Bloch, 2021)

The ceconstruction between iterviewee and interviewer in the OH experience and
understanding of it being eollaborationis widely recognised by oral historians based on

the principle ofsharing authority (Shope, 2003; High, 2009; Calabria and Bailey, (3@23)
Section 4.} in whidh the OH interviewer accepts thepositionality willhave an

unavoidable influence on the OH interview and interviewee. In this sense whilst autonomy is
desired it is perceived as inevitable that social interaction will shape the experi@hise.
conceptmay not have been known or fully understoby the research interviewees and in

the future could be a useful addition to training volunteers and HBPw&ever this

dynamic was clear between all tiparticipans, the volunteersinterviewingthem andthe
referring HCPs within the study. Where there was a dignifying outcome fgratieipantit

was relative to how much their autonomy was enabled by social interaction provided by the

volunteerand HCP.

For thevolunteers who interviewedarticipans in their homes there was an added social
layer of attachment in which the dynamic could be more about interviewing within a
personal autonomous space and gaining insight into how someone lives. Faolonéer
Kate, she felt theparticipantwould appreciate more home visits after the interview due to
being older and lonely and wanted to start a friendship with her. However, the Coordinator
was clear to point out this was not allowed and raised the issue of keeping personal
boundaries withparticipants. This scenario has been written about extensively in the OH
community(Yow, 1997yvith the importance of understanding subjective reality and
personal perspectives at its cofasserini, 1979)n this situation the prospect of social
interaction becoming severed could lead to andignified and autonomous outcome for
both the participantandvolunteer, but on continuinghe relationshipthere could be the

risk of making it worse in making stronger social links only to be ended later downehe lin

There may be an argument faolunteers andparticipant being able to make friends
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outside of the service rem{Zembrzycki, 2013put the boundaries are blurred by them

being in a service facilitating role.

What is new in this research is thaarticipants valued the importance of giving voice in

different ways, dependent on whether their OH was for a defined family audience or for a
non-defined public audience. For those recording defined family legacies, the act of giving

voice was about giving tio their family and friends. Their identity and voice were not

forgotten and remembered and reflected on by future generations, giving family support in
bereavement once they had gomehis could be a dignifying experience for both parties.

Importance wagyiven to making sure they gave a suitable narrative for their family which

may omit aspects of their life which might upset them. Omissior@Himterviews and key

pauses and silences are important in how people construct their identities and so afsnter

to oral historians and researchefBortelli, 1981; Norquay, 199%lence can be interpreted
asaformofcontrogh y @G KA OK O02ff SOGADS YSY2NPBasrokd LISa
by Passerini (198,Avhen discussing Fiat factory workers in fiahd howthey chose to

remain silent when confronting the challenging past of the fascist regifiniereas more
recentOHliterature has suggestesilencecanact asa form of agencyor the interviewee,

allowing them to decide what saidin the interview and what is kept off the record as
RAaOdzaaSR o0& CNBdzyR o0HnmMoU ¢gK2 &adzZzasSada |y a
RSAGNHZOUAGBSE O0LIPHOCU P ¢ ecdrdidgid&ined familg laghcky OS 0 &

and deciding what to omifjts within this praxis.

In contrast, for theparticipans recording nordefined oral histories, the experience was
more about giving voice in reflecting what was meaningful to them in tHeiahd what
knowledge they felt they had tgivefor a public audience. This could also be a dignifying
experience. However, if they had family to give it to but as a secondary motive, they might
be less likely to omit aspects which could cause upset bektwas less urgency to censor
their narratives which in turn could be less dignifying. The interview was more about the
opportunity to have a conversation with a third party or to leave memories for a non
specific piblic audience, promoting social intextéon and reflection rather than giving voice

in a dignified way for family. In this sense the experience could be more akin to a
counselling session or a confessional, an opportunity to set the record straight. As already

mentioned in the literature revi discussion, OH can be therapeutic for some but is not
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therapy(Bornat, 1994and has unique considerations and connotations to be aware of
(Rickard, 1998; Bornat, 200For somgoarticipants it can be an opportunity to give voice
on behalf of a communytor to give their side of the story in an account of an event, which
might challenge popular histori€$hompson, 201,70.6). Different motivations and how
they were formedbased orthe participants understanding of OH and as to whether they
were recordirg a defined OH life story for family, sharing an account or a meanaiing
exercise for a less predetermined audience meant their narrative and approach changed
accordingly. Being able to choose th&erviewdirection enabled autonomy reliant on their

social interaction with thevolunteer.

An aspect of the OH experience which really moved me was the intersubjectivity between
the participantandvolunteerinterviewer in the case studiesd how this shaped the GVT
There were different interview approael and generational and cultural chasms between
both which raised questions about power dynamics, traumatic remembering, and the role of
empathy in OH. All these topics have been discussed at len@hland memory studies
research(Bornat, 2010; Abram2016; Thompson, 2017; Radstone, 202Q)thin OHINPSC
these areagake on unigue meaning in which OH is not only recording a historical record but
also life reviewand/or reminiscence with a legacy outcome for the interviewee to share.

The ceconstructionbetweenparticipantand volunteer, the possibility of traumatic
remembering and need for an emphatic listener are further enhanced and thus the
crossover between OH and therapeutic intervention more obvious, hence why research on
other biographical methodat the endof-life such a®ignity Therapy and life review are
evaluated as therapeutic endeavouiis study has highlighted the adaptable and rulti
faceted nature of OHinPS®hich presents a broader and more complex context for
understanding the OH interview how participants and volunteers relate, remember and

reflect in palliative and supportive care.

The ceconstruction of the OHINPSC interview can be more adapthilale conventional OH.
Traditionally inOHand particularly life story interviewing there is advice for interviewers to
not give their own opinions and where possiblek&ep their voiceoff the audio recording
and facilitate the narrator by listenin@ honpson, 2017, p.323However, there was
evidence in the case study interviewspafrticipants needing more guidance from the

volunteerand of a more conversational approach working well when the OH was less a
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family legacy and more a public record as witk participantRalph. Here, it could be

argued the OH interview was adapted to suit his autonomy and be more of a recorded
reminiscence session in which two people social interacted to share experiences in
conversation as a relational and enjoyable expare Building a sense of rapport and
belonging was at the core of the activity, traits discussed in recent research making the link
betweenOHand therapy interviewingWiesner, 2021)The OH interview was about the

volunteer giving voice too as an aidgopporting the participant.

For theparticipanss in this study who were not recording family lega@ad who hada
public audience in mindhere was an open performative aspect and a narrative identity
adopted in their renemberingand social interactiomith the interviewer. Arguablyhere
there was a different type of emotional impact to the interview and psychological effect for
the participant,similar to thoseexplored in a study comparing biographic and episodic
narrative(Turneret al,, 2021) For he two participans who had nordefined motives there
was less of a straightforward chronological biographical life story approach and their
interviews became more episodic in which th&rticipantcould represent themselves
through isolated life events ahmemories which they deemed important in that moment.
For theseparticipants the endof-life was less inevitable in the present moment and thus
there was a challenge in the narrative identity they adoptedrticipantJake opted to talk
about whatever wasn his mind and so let his subconsciousness help determine his
narrative identity through an act of free association and this in turn caughtdhenteeroff
guard as emotional and distressing topics from his past surfaced. How the interviewer
impacts orthe type of narrative given, especially in their questioning whether it

biographical or narrative based can shape the outcdht@ding, 2006)

How the OH interviewer should adapt to circumstances which could become traumatic for
both the interviewee andnterviewer is discussed in research by Jofi®98) He questions

when it is appropriate for interviewers to probe interviewees when emotional topics surface
and how OH interviewing can then enter the realm of the therapeutic. He suggests there
needstobd @ 3INBFGSNI I g NBySaa 2F (KS FSStAay3a
NB a S| NIOB8SoMeE) As within therapy there becomes a need for supervision from

someone with therapeutic experience to discuss emotional interviews for patticipants
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and interviewes. Further supervision for interviewessuggested in other discussion on

unexpected tauma in OHVickers, 2019)

In this researchthe participants who were recording family legacies exhibited reasoning to
their narrative and an acceptance of change, knowing their iliness was palliafitrethe
participantsdeemed as having nedefinedmotivations, Jake and Heather, the interviewers
could have arguably taken a more active role in steering the interview and could have
benefited from a clearer understanding of thél NJIi A Gnbtivéls efose the interview

and spending time with tha to edablish theseThe GVT could have been enacted more
before the interview.The instance of enabling the autonomy of tharticipantby staying

off the recording and not intervening meant a lacksotialinteraction which could have

supported reflection ané more dignified outcome for botparticipantandvolunteer.

10.5 Outcomes
The final stage in the process of the G¥1h the outcome of receiving and listening to the

voice recordingAs expected, when asked in the research interviews spantcipant had
listened back to their recordings and some had not. Those who did found it a dignifying
experience, but it raised a mixture of emotions and listening to their own voice and
reflecting on their life could be upsetting. Deciding what to include or agspecially with
family in mind has been mentioned in other resea(Btickard, 1998; Stewart, 2018Being

able to encapsulate their life story in short interview/s was a challenge for garieipants

and there was a reflection that as new memories scethafter the interview they could

have recorded more. This is understandablevage the OH interviews undertaken during
this study were approxone-three hours long, interviews conducted for the National Life
Stories Department at the British Libraryncamass to over 15 hou(BILS, 2023)With these
interviews taking place in a palliative and supportive care setting with people facing,iliness
the shorter time could be expectetiut further opportunityand timeto give voice and

reflect through sociahteraction could have enabled more autonomy and dignity. A major
difference between the interviews conducted by the National Life Stories Department and
within OHINPSC is the people interviewed. Whereas NLS interviews are often with successful
and renownedpeople such as scientists, artists, authors and archit@tss, 202), the
interviewees in OHINPSC are people only chosen because of their locality to the service,

which is available free of charge to any patients or hospice users, whatever their
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backgraind. In this sens€OHINPSC is unique in giving voice to people from a wide range of
socioeconomic backgrounds and thus arguably a more representative archival collection of

people histories from its surrounding environment.

For familyand friendsbeing gven a voice recording was additional social interaction which

in reflection could raise a mixture of emotions and be comforting, dignifying and distressing.
Familyand friendscouldexerciseautonomy in listening back in a range of ways and at
different times after. As mentioned by the Director of the National Life Stories Department,
Mary Stewart in her research exploring family reactions to receiving an OH of the deceased
(2013)for some it may be upsetting to hear the voice, especially ilLthe NIi A Qvaidell v i Q
was tainted by their illness. For others it might be upsetting to listen to traumatic events the
participantwent through or about something that happened in their kifiewhich they had

no knowledge. Because of this National Life Stories now issue a statement in advance when
sending out OH to family members which judging by email feedback from family members
had helped:

In our work here at the British Library we haagadly- dealt with a number of

enquiries from relatives requesting the interviews of a recently deceased family
member. A number of families have subsequently contacted the archive, and have
reported back a great variety of reactions to listening to theordings: some have

told us that listening to the interview was a great comfort, some have found listening
distressing and others have decided to wait some time before they played the
recording and heard their relative's voice again. How and when you istemtirely

up to you, but | thought it best to let you know the experiences of others which may

help inform this decision.

(Stewart, 2013)

Autonomy and dignity are central to this statement and having a statement like this for
OHInPSC for whenrfaly members get in contact for voice recordings is advis&aemily
andfriendsfinding out more about the deceased from their OH was evidearh the

interview with Christine, participart | NJfri&n@. Although sheknew several of the stories
already shewas able to find more context and reflection in the OH. An example of similar in

the National Life Stories collection can be found in an interview with the daughter of a
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rocket scientist Roy DommefNLS, 2016 Due to his career being strictly cordittial and
him not divulging it to family during his lifetime, his daughter was struck from reading the
transcript to learn more about the context of his life and to find out his standing as a rocket

scientist.

OH involving being interviewed and recordegla third party enables thearticipantto
remember and reflect in a way, they perhaps would not interact with a family member. This
can raise both interesting and sometimes distressing information that family members have
not heard before. The OH teamiking with theparticipantafter the interview to check they

are OK with their recording and being open with family members on them being given and
listening to a voice recording is of importance here to a dignified outcome. Where
distressing reflectionsurface it would also be useful to have a support netwpvkhich

could be the hospic&ocialWorker a Chaplain for theparticipant and the Bereavement
Counsellor for familyas was the case with the OHinPSC study model. Due to a dearth of
research relahg to how family members receive OH and mainly anecdotal evidence it is

hard to know to what extent it can affect family members.

There are challenges to the GVT in how it exists with regards to the intérfioeind that

amongst the research intervieweésere was ambivalence about sharing oral histories

online with several not keen on the idea due to worries about how it could be manipulated
or shared in unintended ways adding unintended layers of social interaction which could
further misshape an autormous and dignified outcome. This perhaps also related to the

age range of research interviewees, all of whom could remembempeenet times and

many of whom were not digitally adept. However, with the advent of digital legacy websites
andsocialmedia@i Ay 3 | a 2yt AYyS | NOKAGS NBLIR2aAG2NRE
OHInPSC is arguably well placed to exist online as a longer form version compared to fast
and instantaneous forms of recorded memories. The digital realm is seen to hold challenges
and opportunities for OH as noted by Thoms®@007)who foresaw several of the latest

trends such as remote interviewing, advanced transcript search tools and even the
possibility of Al being able to search multiple collections. However, as noted by 8najth
(2023)the role of audio and being able to hear the voice, its inflections and emotions which
are deemed so important to O¢fPortelli, 1981; Karpf, 20149nd which were foreseen as a

future search toolHigh, 2010; Lambert and Frisch, 2Q18}till yetto be made fully
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accessibly in digital catalogue form. Instead a multimodal form of working is suggested in

which the audio and transcript coexist @siresearch matte{Smythet al., 2023)

A difference between OH and other digital sociological reseiarte rarity of the

interviewee being anonymise@tewart and Brown, 201°p.229, thusgiving added agency

and autonomy to theparticipant However, there is the potential of causing distress to

family membersand friendsby finding personal information on the internet about an
interviewee in which even the most innocuous information could cause ygsessen

White, 2015) This social intection could be an afront to their reflection and dignity. It is
argued that implications about how OH is utilised on the web may even mean a reframing of
what is reflected and discussed in interviews and how they are conducted to avoid
unintended and unwated secondary use&luck, 2014)The adaption and commaodification

of OH on the internet in which short extracts representing a story are favoured instead of
full interviews also changes the social interaction in how and by who OH is heard and
interpreted (Sheftel and Zembrzycki, 201 The possibilities of new technology such as Al
being able to search multiple online collections also opens OH to further secondary analysis
for which it was not first intended, creating interaction and reflection beyondatwnomy

of the participant However,secondary analysisf OH such as searching for people who
worked for a certain company or who experienced certain events or even emotions could be
an exciting developmer({Bornat, 2010; IrwinBornat and Wintertor2012), and potentially
dignifying for familyandfriends of the deceaseplarticipant These new possibilities may

shape how future participants choose to give voice nated by Thomso(R2007) in the
knowledge that OH can be easily accessed and manipylatedviewees will think

differently about recording an interview.

The research interviewees deemed OH to be a useful social history and educational resource
and this could be seen as a dignifying outcome. Some research interviews such as with
participantRalph, involved discussion on the risk of OH being archived and then forgotten or
only being available to those who knew where and how to access archives which could be a
undignified outcome. Here the added social interaction of being able to widely aOt¢ss

a historical or educational resource was given importance. Stewart and B&947)

mention this potential of life story OH as a resource and stress that contrary to some beliefs
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about OH, it is not only nostalgia being recorded but examples odismoi family history,

which can give rich context for research@<230).

The function of nostalgia i@Hhas been discussed as a beneficial form of agency to
preserve a lost and irretrievable past (Ramsden, 2016; Calabria, Zo#8sder(2016)
arguedthe remit for nostalgia was not class specific but a way to construct a collective past
Iy Randnterstandable reaction to the rapid economic, social and cultural changes that
reshape the ways we relate to those who live arouné (ps96) Similarly Caldoria (2023)

found nostalgic accounts gfatients and staff at mental hospitafgstered a sense of
belonging at odds with the perceived progressividiative of Ware in the communitgand
OHcoulddcreate an alternative site of memory for those who calesed the institution a

place of safet§ (p.245.{ K S | NEdJdrSadRding nostalgia as an analytical lens allows for
an informed evaluation of the present by contrasting individual and collective past lived

experiences (p.247).

Nostalgiawas foundin this thesign the case studiewherereminiscence wapresent, and
participants gave voice to certain times and places which contributed to a sense of collective
identity. However, nostalgia was less preseninterviews with the two participants who

were recording definedutonomouslegaciesspecifically foa family aidience Thediffering
approachto reflectionoffers possibilities foresearchingiostalgia in OHinPS®ostalgia can

G ¥ive meaning to our lives over time by bringing our past and current sense of identity in

line with one anothet (Calabria, 2023,.247).

Whereas traditionally the main outcome of OH research was the transcript, the power of
giving voice has become central to @id technology has enabled better recordings, easier
storage and more accessible ways to edit and listen back to recorn@hgses, 2012)The
significance of hearing the voice is further enhanced in OHinPSC in which the bereaved
strongly value hearing the voice of the deceased as a dignifying out@nslow and

Smith, 2019)Research intervieweasgere enthused byhe importanceof hearing the voice
with some comparing the interaction to being in the room with the deceased. The power of
the voice recording as a remaining presence has been written about at |€atgivart,

2013; Karpf, 2014However, the power of giving the voiceecording to the bereavedias

an aspect of the research which whilst expected, really moved me in terms of how it
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affected the bereaved and also tiparticipants in listening back to their own voices.
Recording and hearing the voice is what sets OHInB&E€feom other digital legacy
methods in palliative and supportive care such as life review or Dignity Therapy. Whilst
Dignity Therapy can involve a recorded interview, the voice recording is deleted, with the
transcript as the legacy documef€hochinowet al,, 2011) As noted by research
interviewees such ggarticipantJameshpeing able to give aoice recording offered a more

personable and autonomous legacy to writing, for the bereaved.

Several online digital legacy platforms do offer audio and video recording (such as
legacyroom.co.uk or mywishes.co.uk) but do not involvelanteerinterviewer providing
social interaction for reflectiorand comprehensive archiving like the OHINPSC muakkl
preservation as a dignifying outcomdowever there was a need for more summarising of
interviews on the study model to prepare them for archive, #mel suggestion that this
could be a role fovolunteers to also evaluate theirs and other interviewing skilisline
legacy methods could be problematic in terms of archiving as outlined by Kiel in a
conference presentation about digital legacy platfor(@8816) which found that several
platforms had disappeared within years of starting and thus the archived recordings were
lost or not passed on to the bereaved. These platforms also generally involved the
participantselfrecording their memories onto theomputer without assistance. A search
on the web finds a proliferation of freelance life story services which do involve an
interviewer, often run by journalists or oral historians suclAdsasting Tale

(https://www.alastingtale.com) and Life Stories Spoken Memories

(https://www.spokenmemoirs.co.uk/lifestories/), but these are paigervices whereas the

OHInPSC model is offered for free to patients and thus more dignifying. There is also no
guarantee that these services professionally archive recordings or follow an ethical
framework such as the OHS guidelines for conducting intes(@HS 2019) Adopting the
GVT to othedigital legacyservices like these could help ensar dignified outcome by
presentingthe ways in which OHinP@@lowsautonomy of the participant and ongoing

reflection and social interaction for the listener in posterity.

10.6Persorcentred care an@®HIinPSC
| am curious how the GVT can fit in with other practice theories in the field of OHInPSC and

particularly how patnts and OH patrticipants can feel empowered by added social
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interaction and opportunities for autonomy and reflection. The temporal processes in
receiving health and social care and taking part in OHiInPSC have similarities in how they can
address the psywlogical needs and narrative identity of the individdalthis section |

discuss OHIiNPSC in relation to persentred cargPCCA Yy Yy dzZNAAY I d L QY RNJI 4
centred around PCC as they cover similar ground to OHInPSC in terms of the HCP dgevelopin
better understandingf the person behind the patient and the therapeutic possibilities

when taking part in OHINPSC. As already discussed throughout this thesis, biographical
methods in palliative and supportive care can be integral to the holisticafaskeler people

and there are several examples of successful projects which have taken place over the past
fifty years(Bornat, 1994)The role of biographical methods in assisting PCC are well
documented(McCormack and McCance, 2010; Ryan, 2022re ae several parallels

between OHIiNPSC and PCC and maybe OHInPSC can be viewed as a way of delivering PCC.

As outlined by Rya(2022)in a review of current evidence, PCC has now become integral to

nursing practice and policy making. It has been strategizethé World Health
OrganisatiofWHO,2015)a (1 2 & KAFd GKS YIylF3aISYSyid FyR RSt A
more integrated and perso® Sy (i NB R | (pIR)HmB in & FEPLC has become

central to assisting people in healthcare decisinaking as odined in National Institute for

Health and Care ExcellengeidelinegNICE2006; 2017)

Whilst | know other PCC models and related concepts éx@anet al,, 2004;Zoffmann

Harder and Kirkevol@008) | am particularly interested in thHeersonCentredNursing
Framework(PCNFjleveloped by McCormack and McCai(2@10) suggesting a move away

FNRY YSRAOIFIffe AyOfAySR KSIfGK RStAQGSNE G2 2
'y R K 2(p.Z)Atiargu@shtidat caring and being persoentred is about forming

GKSNI LISdziAO NBfIIUGA2YAKALIAD® ¢KS t/bC Ay@g2f @Sa
beliefs and values; shared decisioraking; engagement; having sympathetic presence and

providing hd A & (i A(89)J hebkBi¢e components, whilst referring to nursing, offer

similarities with OHINPSC and could be used in a wider framework to assist in planning and

delivering OHINPSC as | will now discuss.

OHInPSC offers a unique waytork withpath Sy (0 & Q 06 St .GBifgavoice i ke @  dzS a

participantin an interview with a nopudgemental thirdparty interviewer, not connected to
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their medical care and social network allows them the autonomy to talk about whatever

they want and to be able to @xess and reflect on their own beliefs and values. This

opportunity can often go beyond the resources and remit of nursing staff who may have less

time for conversation and are often primarily concerned valimicalcare. Having an oral

historian availalg can assist in fostering social interaction between HCP and patient. They

Oy FTAYR 2dzi Y2NB Fo2dzi I LI GASYdiQa LISNE2Y K2
turn inadvertently or by design help HCPs know more about the patient and assist the

patientin feeling their beliefs and values have been considered during their care.

L AZ23ANYI LIKAOKFE FLILINRIF OKSAa SylFoftS (GKS LISNE2YQa
understood as illustrated in a study Bfarke Hanson and Ro$2003) which utilised life

storytelling in a nursing home and collected views on the approach from older people, their
family carers and practitioners as a method to encourage PCC. They found that the
AYGSNIBSYiGA2Y GKSf LISR LINI Otd undeksand $hdliduals 2norét S S LI
Fdzt £t & FyR (2 F2N)¥ Of 23aS K6dRPMcCdinmaskyrd Kadakice ¢ A (i K
(2010)view biographical methods similar ©HINPS@s being central to this componeati 2
understand what ismportant to the patien in order to be able to integrate personalised

information into a plan of cae(p.91) WhereOHIinPS®& less helpful is in its separation

from clinicalcare. There is the possibility of it happening almost unnoticed by the HCPs in

the setting and it is ot normal for it to inform formal healthcare planning for the patient. In

GKS AyaildlryOS 2F Al 06SO2YAy3 Y2NB AyiS3aNI GSR
choose to take part and be as open in their narrative or whether it would challenge their
autonomy more and be treated with suspicion. There could be more instance of them

sharing narrative relating to their illness rather than their life history which may not be so

suitable as a legacy, particularly family. However, by having the added elent of the

voice legacy iOHINPSGA &t O2dzZ R 6S | NHdzSR GKI G LI GASYyGaQ
importance and worthwith the knowledge that they will be preserveahdthe possibility of

being heard by others beyond their lifetinas a dignifyingutcome

Shared decisiomakingh & @AS6SR a o0SAy3 Otz2asSte tAy]lSR
Ly RS@St2LIAyYy3 I 3IANBIFIGSNI dzyRSNERGFIYRAY3 2F | L
better assess their needs and involve them more in decisiaking. It follows that as

discussed OHInP%@d utilising the GV&an assist in developing understanding for HCPs
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and thus decisiormaking However OHinPS®eing separate to healthcare does not lend
itself to shared decisiemaking. What OHInPSC doesisimtroduce an outlet for patients

to reflectautonomously which can help foster an environment in which patients and HCPs
are able to communicate on a more open and equal basis. The power dynamic of the OH
interview has been much discussed in literat@if@isch, 1990; Bornat and Walmsley, 2008)
Ways to empower theparticipantin how they choose to tell and share their memories and
stories has similarities with the concept of shared decisi@king between patient and

HCP. Whilst it is accepted that th€H ororal historian may be the expert in the field, the
patient is the expert of their own needs and desires and by forming a mutually beneficial
relationship both professional application and patient autonomy can be accounted for. For
some patients theynay prefer to be guided in the procesghereas for others they may
prefer to determine what is talked about in an interview or decided in the health planning.
With the latter this can be encouraged within the boundaries of the professional and ethical
practice and procedureslhis is another way in which patients can be given vaikethus

relates to the GV.T

Engagementan be viewed as key to connectiv@ues and beliefandshared decision

making

Having a clear picture of what the patient valwd®ut his life and how he makes
sense of what is happening to hisineeded, which provides a standard against

which the practitioneican compare current decisions and behaviours of the patient.
(McCormack and McCance, 2010, p.98)

OHInPSG rich in the pssibility of engaging with thearticipant and the GVT suggests a
framework to successfully achieve thi® assist a dignifying outcome) ®H interviewer
should be a good listener who shows interest in gagticipants(stories and is able to
prompt them to elicit meaning and reflection with some empathy. The added connection
afforded byOHIinPS€an make a patient feel a sense of belonging within a care
environment and assist them and théamily in engaging more with HCPs and wezsa.
OHinPS@hen successfulcan foster relationships between all involyeshd develop
reflexive dialogue éfore, during and aftethe interview which iglignifyingand beneficial

for both patient and HCP. The expertise of the OH interviewer and HCP to engage with the
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patient are here necessary including being able to exhibit related interpersonal skills such as
compassion and dedpstening. Againwith OHinPS@vorking effectively alongside clinical

care rather than independently there are opportunities to support HCiRrapnoved

engagement with patients. One way to do tbmsuld beto play HCPs clips from interviews

(with the LJF NI A @érrhisignd t@ dssist them in knowing the patient beftanother

example of giving voicénother way could be to offer training tad®s in OH interviewing

techniques such as deep listening.

Having sympathetic presentethe next component of the PCNF and again relies on

excellent interpersonal skills. McCormack and McC#a0&0)choose to centre on

sympathy rather than empathy, a term frequently usedhursing (and OH) literature. They

LI2AYy (G 2dzi SYLI GKeé Aa O2YLINBKSYRAY3 az2vYS2ySQa
case in nursing. Whereas sympathy has the attributes of HeiigF SO SR o6& &2YS2y
experiences despite the issue of it also suggesting a removed status from the plight of

others, OHINPSG reliant onvolunteers having a sympathetic presence. Without it, as found

in this study there is the risk of disconnect betwegearticipant and volunteewhich can

lead to confusion surrounding motives and narrative and an unsatisfactory outasrime

relation to the GVIConversely,do much of a sympathetic presenceuldtake the

interview into the arena of therapy beyond themit of OHinPSCThe balance needed by

interviewers suggests understanding this fine line amen recruitingvolunteersfrom a

wide range of backgrounds attention needs to be given to havirggttialskill. As

witnessed in this study several of thielunteerswere from caring and educational

backgrounds which rely on this attribute. Also apparent was the socioecoradic

generationaldivide between many of theolunteersand participants as was arguably

encountered in two of the research case studiBgere is a risk ofolunteersthinking they

1Y26 ¢KI G Qarticipadbtarifeelfigrétdoved from their predicamentesulting in a

threat to the participants autonomy and dignitpelivering training to newolunteersin

understanding sympathetic psence in al®HinPSContext which covers the differences

and crossover between therapy and OH could be a way to curtail these issues.

Providing holistic carm this scenario suggests addressing physical as well as psychological
and spiritual needs. Wist OHINPS@ a unique way to offer an added element of holistic

care for patients it could also deter nurses from providing further holistic care and become a
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way for them to assume the psychological and spiritual needs are then being covered.

Again, tke connection between nurse and oral historian comes to the fore in that by

working together within a holistic care framework they can establish stronger bonds with

patients and their families. As highlighted in this study and the resuGMg whilst

OHirPSGhould not be badged as therapy and assumed as a way to alleviate patients with
depression or anxiety, by the added social interaction and providing reflexive narrative it

can produce a dignifying outcome for patients. The engagement creat@HayPSCan be

a useful accompaniment for HCPs working with patients in understanding more about their
identities and needdut is reliant in a strong triangulation between patient, HCP and oral
KAZG2NRALFYyd 2KAf&ad NBYI AYAyttandhsSdstapld partSf tiez | LI
K2t AAaG0A0 OFNB YR AYF2NX I /ta Ay dzyRSNREUGI YRA
and thus contribute to shared decisignaking giving the patient agency and an outlet for

reflection. Further to this a narrative review investigating how OH and digital storytelling

have been used in public health research and pragiiseii and Starecheski, 201&jund

that OHY St K2 Ra KW @8l dadBaSyiAlt F2NJ adzllLd SYSyd A
better understand health experiences, engage people, educate HCPs and health service

providers and inform public health practice. Whilst this does not implicitly mention PCC the

same foundatios are evident.

As withthe GVTthe PCNFs underpinned by the opportunity for reflectipautonomy;

social interaction and a dignifying outcome

Life plans are formed through, memory, reflection, imagination and through
conversation with others. Through S ¥t SOGA2Y 2y 'y AYRAGARdzZ

traits and broad ambitions, various options for action are outlined.
(McCormack and McCance, 2010, p.18)

Whilst OHinPS@oes not usually involve creating an action plan, this concept of authenticity

in the PCNFholds deep parallels, and for those recordfagilylegacies it could be argued

that in leaving select memories for the bereaved some decisiaking and planning is

involved planted by the idea of an authentic self and that which they want to dbatbe

future. OHINPSC goes beyond the remit of PCC in producing the audio recorded legacy which

continues inposterity after the embodied self is no more. In this sense the embodiment
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continueswith the recording. | will now considéne GVTregarding aother nursing concept
Continuing Bond&lasst al, 1996) which suggesa continuation ofdeceased personhood

for bereavedfamily,friends and the public archive.

10.7 The future of OHINPSC in relatio@atinuingBonds
The GVpresents a newnethod for grieving and remembering in relatitmthe legacy

recording being heard by family and friendsongoing social interaction and reflection. This
has similarities withite GontinuingBonds theory(Klast al,, 1996)which lencountered

when | hterviewed the Bereavement Counsellor about her thoughts on OHInPSC and she
drew links with the concept and how OHInPSC is received in bereavement. The theory
challenges previous ideas of griefdayggesing that bereaved individuals keep an ongoing
relationship with the deceased rather than detaching themselves. The grief process swvolve
keeping the deceased present in their lives so as not to bury metto make it part of

their ongoing identityIn this sense, the voice of the deceased as a continbond in the

life of the bereaved becomes central to the GVT as a potentially dignifying experience.
Whilst the ContinuingBondsmodelclarifieshow OHnPS@an help the grieving process by
preserving memories and promoting healitgyas theorised before the advent of digital
memorialisation and social media which have changed the way we communicate death and
dying(Walter, 2015) There are several ethicahplications surrounding OHInPSC and
receiving a voice record as a continuing bond in common with other digital leg@aae of
which have already been discussed in this chagtapwfurther discuss the future

possibilities fothe GVT in relation to Céinuing Bonds

Adopting to theContinuingBonds model isor manynow unavoidable in the digital world.
When someone dies who has accounts on the internet, whether they be social media
accounts or digital assets such as online ban&myemailthere is an added layer of
identity which is left for the bereaved to manage and account for in their grigWifaiter et
al., 2012) Digital legacy and memorialisatibave expanded exponentially during the last
decade(Yamauchet al,, 2021)andbecomean importart consideration for enebf-life care
planning(Hospices UK, 202@jith initiatives such as the Digital Legacy Associg023)

set up to raise awareness and assist in digital assets and legacy planning.
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As with OHInPSC, digital legatgtformsoffer opportunities and challenges for both public
and private grievingdetermining new factors relating to giving voié#gital

memorialisation on social media such as Facebook allows for public grieving and a social
connectedness unavailable befafi€asket2012)as does being able to attend funerals
virtually (Walteret al., 2012, p.281yia websitelike YouTube. There is a need to better
understand intimate private grieving in the digital realm and what has been labelled
obackstage grievirgSheet al., 2021) With reference to the GVT, there adifferent
considerations in giving voice as a private personal interventi@ncopies given téamily
andfriends and publicly via the archive copy. However, the opposite is true of the archive
copyin OHinPS@n that the challenge is less that there will be overwhelming pudiite
memorialisationand more he associated challenges in it being accessed and heard in public
when stored in an archive which takes more effand knowledgdo be accessed. Therg i

still the risls of family and friends unknowingly hearing the voice record in a museum or
online setting bupresentlythese arefewer than public memorialisation on social media
ensure a balance between accessibility and ethical disseminatierQ{T could beestedin

the digital realm as anethod forunderstandingongoing presence of the deceased.

Giving voicas aprivate personal continuing bond in the digital landscape presents a
challenge in itgligitalformat. As found in this research, people either no longer have a CD
player, and CDs are likely to break over timwhereasa digital file relies on some technical
knowledge about computer or cloud storader it not to becone lost orcorrupted. External
hard drives can alsoreak,and doud storagemaycome with additional ownership and
accesgermissions which need to be accounted (@oheBritish Library and BS 2023, p.18

19). There is a need for ongoing digital preservation of OH as current formats become
obsolescen(Boyd, 2010, p.300Archiving them publicly online could present an

alternative. However, listening to a whole OH interview online could present a challenge to

many who favour more instant online condensed sound ¢ljshen, 2013, p.161)

A way to introduce more publiethicaldisseminatiorof OHvoice recordingsould be to
makeexcerpts available onlines agreed in advance with tiparticipant This would give
the oral histories potentially a much larger audience and global ré@ohen, 2013, p.155)
and would align OHinPSC more with other digital legacy initiatiMesveer, the findings

showedthat several research interviewe&gere suspicious of OHINnPSC being shared online.
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The ethical dilemmas and possibilities of sharing OH online has been debated by oral
historians since the late 199Qksarson, 2013, p.42There istie added complexity that with
they I NNJidér#itiNiRiag key to their narrative, it is common to not anonymise OH
interviews(p.38) There has also been debate about what to do if data surfaces from an OH
interview on the internet which could be damagifor the interviewee, their family or
others(p.47) In one of the final research interviewsliscussed with a volunteer the
possibility ofhosting a podcast with excerpts from recent OHinR&&hare more public
facing stories and memories, particularly those with a social history angle with a wider
public. This could offea more controlledmethod for disseminating OHINPSC onkvigch
honoured theparticipantwithout inherently promoting pblic grievingSome of the
participant in the research clearly expressed a desire for their stories to be sphabdidly
and this would accommodate it in a transparent way which could be agreed in ad\artte
thus achiee a dignified outcomeginvolvingautonomy and social interactioms set out in
the GVT

As already discusse@HnPS@an offer a more personabknd securdorm of digital legacy
compared to generic digital legaplatforms However, die to the more adaptive use of
OHInPSC in the studtlymeant some research interviewees had a less defined idea as to why
they were involvedParticipans could have multiple motives and tkelunteers and HCRs
their own interpretation of what these were and how the OH should be approached. These
situations couldproducea very differentmethod of giving voiceThe legacy was able to be
tailored but the narrativecould bemisconstrued where the was a mismatch between

parties in understandingsf motives and approach. Who the intended audience was,
whether public or family, and how the recording might affect them in the future as a
continuing bond was not always fully considered or agreegaicipants, theirvolunteer
interviewer and referring HCRIso, he differencein participans iliness, and thascloser

to losingmental or physicatapabilities or with a greater sense of their mortality metre

continuing bondcould bemore pertinent.

As we move further into the digital realm aodr continuingdigital presenceand bonds
become moranevitableit is unknownhow will it shape the practice of OHInR 3&w
technology couldupersedeOH as it is currently practiced even make Okedundant The

GVT could be used as a benchmark for achieving ethical and mutually beneficial outcomes
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for the participant, the bereaved and the archive. It can be assumed with current Al
developments thatlie associated summarising, transcribing and accessing of interviews will
become more rapid and fluj@nablingan OH interview to be immediately available and
searchable on the internet as soon as theerview finishesHowever, it is unclear how data
from OH interviewawill be reused in the futureOHINPSC offers a rich resource of people
histories and reflections at the eraf-life, but in making these histes acessible in the

digital realm, what was once considered a democratising way to share archived experience
could become a data grab for big companies such as Meta and Gaogliénessed with
social medigPaasonen, 2018For instance, the possibiét of Al developments could
enableOHINPS® be easily accessed as data liealthcare providersnsurance companies
andother moneymaking ventures. This would surely be an unintended outcome for
participants who wisledto sharetheir OH with the wideipublicand would change the

whole notion of giving voicd-or bereaved family knowing that the memories of the
deceased are being data mined in such a way is surely not a dignifying outcome. When
communicating tgoarticipants and their families about future possibilities for archival reuse
andwhen they are asked to take part and to sign BecordingAgreement these factors

need to be communicated. Oral historians ardhivists need awargess ofhow publicly
available orahistories might be used in the futusndto relay this to people involved in
OHIinPS@Yy referring to the GVT they can find ways to consider and communicate this
throughout the process.le possibilities of how OH can be reused! socially interacted

with in the digital realmare more varied and accessible than ever before but the potential

of giving voice to people in an autonomous and dignified way could backfire.

Another element is the capabilities 81 natural language processing and text to speech
synthesis taealisticallysimulatepeople's voice¢Pessanhat al., 2022; Wangpt al., 2023)

By making people's voices available in the digital realm there is the possibility of them being
copied andmisused, withfake interviews appearing in the archivetbe voicebeing usedn
malicious way againstereaved family. The use aftryptographic dgital signatured . Nétf A 0
al., 2020)to delineate authentic interviews from fake onesuld be a way to counter this

Voice simulation would berather potentially unintended and undignified way of giving
voice.We are witnessing the preface of a new thgworld. WhatOHIinPS@ffers is unique

in recording thevoices, stories ankkgacies of a wide range of people. Whether it loses its
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democratising scope and original intentions and becomes instead rich data to be mined by
corporations remains to be seeDeath and mortality may become less about making
continuing bonds apparent and more about managing digital presence, deciding what is
private and public and establishing what is authentic and what is fake in the legacy of the
deceased. The GVT may becamere akin toa keeping voiceheoryto ensure a dignified
outcome for family and thearticipant Gving voice to marginalised anchderrepresented
communities has been the mainstay of OH &mdOHInPS@&|lsogiving voicdo the person

at the endof-life andto their familyand friends To ensure the intentions of the GVT,
OHinPS@aybecome increasingly guardeaind deemecdhot appropriateto be shared in

the digital realm. The differences between people wanting a voice record for fahely

public archiveor for themselves as found in this styadyould determine the continuing

bond and how their OH is then reshared in the digital realm. For those wanting it shared as a

publicly available archival resource they should be aware of ¢heryknown possibilities.

10.8Evaluation
Throughout this CGT study | hawedertakenselfevaluationadhering to the models

suggestedn mymethodology(Chapter4). Here | further evaluate my research using the
framework suggested by Charm@014, p.336338)to assess the credibility, originality,

resonance and usefulness of my study and corresponding findings.

10.8.1 Credibility
Has your research achieved intimdaeniliarity with the setting or topic?

This research builds on my own extensive experience and familiarity of OHinPSC and
working in situ on a OHINPSC service. The research enabled me to firstly conduettiae
literature review which strengthened ninowledge further of other OHInPSC initiatives and
similar biographical methods in palliative and supportive care. | then identified the
sensitzing concepts and foreshadowing questions which instructed my study. Conducting
repeat semistructured interviavs throughout the OH process enabled me to achieve in
depth analysis of the settings and topic fmarticipant, volunteers and HCPs. Conducting
follow-up interviews enabled me to econstruct and develop theories and understanding
with research interviewes. Discounting théamilyand¥ NJA $r6up Zcéllecting several
first-hand accounts foall other parties meant | achieved intimate familiarity with them

having spent approximately 95 days on the fieldwork
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Are the data sufficient to merit your claims?

| conducted 32 interviews with 22 people, all of whom fitted the inclusion criteria. My data
analysis involved using constant comparative methods;bizne and axial coding. | also
performed purposeful and then theoretical sampling. This was supplesaeoy

observations in my reflexive and methodological diaries and writing memos to form the
basic social process and grounded theory. A sufficient dataset for a grounded theory study
was available to present my theories. Despite being limited in onlyir@eing onefamily

and fiend of aparticipantmy research was rich in primary accounts frpamticipant,

volunteers and HCPs who also gave secondary accounts of how OHIinPSC was received by
family and friendsThe findings in regard &mily and friendslso tallies with other

research in which more have been interviewed.
Have you made systematic comparisons between observations and between categories?

| used constant comparative methods throughout the analysis and a constructivist approach
involving theresearch interviewees in the analysis and findings in folipvinterviews.

Structured comparison was continually made in the latter stages of the research process. By
line-by-line and thematic coding of transcripts and within Quirkos analysis softwabe wi
coinciding memo writing, categories and themes were created and negotiated throughout
the process. In followup interviews with research interviewegand in writing my findings

and discussion with my supervisptisese categories were further developed into my final

basic social process and grounded theory.
Do the categories cover a wide range of empirical observations?

The categories covered in thesearch analysis and findings span the OH process from the
start of participants being invited to take parto the outcome of receiving and listening to

their OH, taking in the perspectives from all involved parties. Due to the different stages and
reseach interviewees involvedhis encompasses a wide range of empirical observations
based on the semstructured interview transcripts and audio, methodological and reflexive
diaries and subsequent memos, diagrams, and analysis in Quirkos software. Tgwieate

in Quirkos covered the OH service logistics and settihgsgonscious experiences for all

interviewee groups and the underlying concepts and terms which run through the OH
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process. From these categories the final basic social process and grahedeg was

constructed.
Are there strong logical links between the gathered data and your argument and analysis?

My argument and analysereformed based on mynethodology(Chapter 4)outlined

earlier in this thesis. This involved stringent coding ofgathered data being interview
transcripts and diaries and writing memos based on emerging themes. The motivations,
experience and outcomes for research interviewees was at the core of the data and central
to the ongoing analysis and the final groundeddhe As the study progressed, | regularly
discussed findings and emerging theories with research interviewees and my supervisors.
This enabled me to be consistent and credible in my anabstsby discussing findingsnd
reiterating research interviewes€earlier comments in later research interviewsvas able

to offer a justified and logical econstructed argument in my grounded theory.

Has the research provided enough evidence for your claims to allow the reader to form an

independent assessmeqind agree with your claims?

Throughout my findings | provide interview quotes afhdry extracts from the research

data as evidence to strengthen my claimich could be used by the reader to form their
own assessment. I&tting the scene(Chapter 7)I givebackground to the research
interviewees andfurther context is available for the reader from which they can determine
how | have reached my categories and theory. Within my @I (Chapter 9) which |
outline the basic social process of OHiBRS$efer to my findings which gives the reader an

overview for checking my claims and categories in building an emerging theory.

10.8.20riginality
Are your categories fresh? Do they offer new insights?

Due to their being a dearth of research abouti@P5Cit is assumed that to the best of my
knowledge my research and corresponding categories offers new insights into the topic. The
categories are based on my findings, unique to OHIiNPSC. Whilst in the limited research on
OHInPSC there is some overlaphe themes coveredhis is the first study to use grounded
theory as a methodology and to understand the experience for all parties throughout the

process. Other research about biographical methods at theafdide and about OH in
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general has also dvan on similar categories such as motivations and legacy but this study is
specific to OHINPSC with fresh understanding of the nuances encountered on a OHIinPSC

service.
Does your analysis provide a new conceptual rendering of the data?

In constructing the basic social process of giving voice through reflection, autonomy and
social interaction to achieve a dignifying outcome, my analysis provides a new conceptual
rendering of the data. This grounded theory is specific to the research arwd loasthe
cumulative data | have collected. The theory of giving voice builds on both research specific
to OH and other similar biographical methoddich enableparticipants to leave a legacy

but is authentic to the specific topic.
What is the socialrad theoretical significance of this work?

The social significance of this study is in the implications for OHINPSC services and general
recordingof OH for people within this setting. As outlined in the recommendations later in
this chapter by presentingstrengthened understanding of OHinP& the GV Ispecific

training forvolunteers and HCPs can be deliverdthis would takénto account the diversity

of participants motivations and outcomeand the required procedures recommended to
achieve a digniing experience for botparticipans and their family and friends in the

legacy output. The recommendations aim to provide an ethical and adaptable framework

which can be used in future planning of OHINPSC.

The theoretical significance of this stullyilds on previous research relating to OH as legacy

and lifestory recording to offer new understanding about leaving a voice record for family

and friendsand the coinciding motives and interview experience for all involved. The

theory of giving voicea theme synonymous with OH in general, considers the notion not

only as a method for giving voice to marginalised or underrepresented communities or
WSPHSNERFEQ LIS2LIX S AYy |y ldzi2y2Y2dza ¢l & odzi |
and friends. Reseah on voice recordings as biographical legacy is of theoretical worth to

the wider realm of biographical methods at the eafilife, and in how producing a voice

recording with assistance frornolunteers and HCPs can be a reflective, social and dignifying

experience.
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How does your grounded theory challenge, extend, or refine current ideas, concepts, and

practices?

As mentioned abovghe GVTextends the general perceived notion of OH beyond being a
method for offering autonomy to also being a voice legaypersonal and public outcomes
within a palliative and supportive care setting. The theory that motives in this setting are
both defined non-defined and temporalrefines the OH research in which motives change
through the process shaped by reflecti@utonomyand social interaction. This grounded
theory also refines current thinking about OH and biographical methopaliiative and
supportive careas a meaningnaking exercisevhich can be therapeutic. Whilst recognising
that OHINPSC is not solelyreerapeutic intervention, it can provide a social and dignifying
experience which enables thmrticipant, volunteerand latterlyfamily andfriendsto reflect
on memories and a voice recording. As discussed earlier in this ch@pterPS@nd the
GVTrelates toPCGnd theContinuingBonds theories. This is in reference to the voice
record being a unique form of digital legacy which offers a method to understand it as a co

constructed yet autonomous memorialisation with personal and public outcomes.

10.8.3Resonance
Do the categories portray the fullness of the studied experience?

The categories were determined afterdiepth methodological analysis and theoretical and
purposeful sampling. By using constant comparative analysis, categoriesevesed and

further developedand in writing coinciding memos and creating diagrams to better
understand the commonalities between categories | was able to build the basic social
process andzVT By following thisnethodology,| was able to ensure | cowt the full

picture of the experience for all research interviewees. In conducting falipwterviews |

was able to share and test emerging theories with interviewees. In my supervision meetings
| was able to discusiaft memos and findings with my swgrvisors This enabled me to

develop categories furtheo capture the full experience @HinPS@ndproduce my final

grounded theory of giving voice.
Have you revealed both liminal and unstable taken for granted meanings?

The nature of understanding tH@HIinPSC experience for this research has involved an

understandinghe temporality of the process for all the research interviewees in how OH is
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understood, produced and received. The research has covered liminality in moving between
these stages and encatering how motivations and legacy changes over time. Unstable

taken for granted meanings were revealed in how the interviews were conducted and co
constructed by thevolunteerand participantinvolving social interaction, setting and illness

and in the otcome in terms of opportunities for reflection and sharing the legdtys

study has also challenged taken for granted meanings about OHINPSC, for example it being a
simple activity akin to a normal conversation or it being mistaken to being an outlet for

therapy.

Have you drawn links between larger collectivities or institutions and individual lives, when

the data so indicate?

Drawing on the data, the links between setting for the OH, whether it be the hospice or
nursing home and illness and how this insfed on the OHINPSC experience has been
covered in thdindings(section 8.2) Some interviewees also commented on the stigma
around being a patient at a hospice and this data contributed to understanding their
identities and motives further. Alsthe links between the archive and public outlets for
accessing the legacy recording have been accounted for when creating categories and
writing up my findings. For instance, the possibilities and challenges for OH in funeral

settings, education, on thaiernet or for marketing and training within the hospice.

Does your grounded theory make sense to yauticipants or people who share their

circumstances? Does your analysis offer them deeper insights and their lives and worlds?

The grounded theory andssociated terms of reflection, autonomy, social interaction,

dignity and ultimately giving voice is embedded in the interview transcripts and as a basic
social process th&VTis simple to understand. Whilst giving a fundamental understanding

of OHinPSGhe theory enables people to have a deeper insight into the temporal and
collective aspects of OHINPSC using key terms which people can understand. Due to the
study being cut short by Covid | was unable to further share my grounded theory with the
researchinterviewees. However, in presenting my findings émel GVTat a nationalOH
conference | was able to share it and gained valuable feedback from the audience made up

of oral historians.
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10.8.4Usefulness
Does your analysis offer interpretation that pemphn use in their everyday worlds?

This research offers useful interpretation which can be used by service providers, oral
historians and HCPs when considering or performing OHIinPSC. The findings linked to
motivations and in particular the challenges whearking with people with nordefined
motives, who may have multiple reasons for taking part is useful to consider when
approaching people in future OHINPSC initiatives. This research offers insights into
understanding the interview experience in termstoé kind of narrative, whether it be
reminiscence based or a liory legacylt considersiow this differentiation can impact on
both the interviewee and interviewewhen itmight be emotional and possibly upsetting
relaying traumatic memories. Thesesights can inform training and guidelines for
interviewers in appropriate interviewing approachesd in aftercare for the interviewee

and interviewer by understanding the therapeutic challenges and opportunities of
OHIinPSC he voice recording as legais novel to this research and an understanding of
how it can be accessed and promote reflection offers useful knowledge which can be used
in everyday worlds, especially with reference to digital archives and memorialisation which
is becoming increasingbommon place as digital life span and capabilities have increased in

significanceNew similar digital developments could be evaluated using the GVT.
Do your analytic categories suggest any generic processes?

The themes of understanding, motivations, anbmy, ceconstruction, reflection, dignity

and legacy are all generic processes which can be found in research relating to other
biographical methods in palliative and supportive care and in OH research. These categories
are all integral to understandingiographical methodologyand whilst they were generated
independently within this research based on the collected diataas perhapsnevitable

they would be encountered. As demonstrated in the basic social pra¢€s¥Tthey are
identifiable throughat the OHINPSC experience frguarticipants being approached to the

final OH being accessed and interpreted for personal and public outcomes.
If so, have you examined these generic processes for tacit implications

These generic processes have all been investigated further within the research by using

theoretical coding and constant comparative methods to understand their meaning and
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uses and thus subcategories were created as outlined in my findings which get tbose
understanding tacit implications. These were then linked to the final basic social process and

grounded theory in offering a fuller understanding of OHINPSC.
Can the analysis spark further research in substantive areas?

The existing analysis could skdurther research in understanding OHINPSC as an adaptable
medium and in understanding the breadth of how it can be used a reminiscence and legacy
making processwith different formats for recording such as video and other digital
applications. The intwiew dynamic betweenolunteers, HCPgamily and friendsand
participant could also be further investigated and the emotional impact both during the
interview and afterwards in reflection. How the voice recording is receivedrily and

friends and ways in which the archive copy can be made more publicly accessible within an
ethical frameworkis another key area for further research which was not able to be fully

researched in this study due to the lackfamily andfriendsinterviewed.

How does youwork contribute to knowledge? How does it contribute to making a better

world?

This research contributes to knowledge by sharing-fiestd experience of OHinP&@ich
enhances understanding of the basic social process of OHinRI&Cform of the GV.TAs

far as | am aware it is the first study specifically about OHInPSC which uses grounded theory
to understand the experience of all parties involved in the precéscontributes to

knowledge pertaining to biographical methods in palliative and supportive care in which
there is a voicéegacy,and the findings are useful for further understanding theories linked

to narrative medicine and meaningaking within a fe review based interview. The

research also contributes knowledge to the wider OH community in regard of OH as a form
of life review in palliative and supportive care environments and OH as a voice recording for
bereaved family and friendand as a pubdiresource. This knowledge contributes to making

a better world by assisting in creating an ethical framework and guidance for future
OHInPSC initiativegith the GVTwhich can help inform future practitioners, service

providers andoarticipants.
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10.8.5Evaluation conclusion
In this section | have evaluated my study method and field work usinga@@1he resulting

findings and corresponding GMIBing theevaluationframework and questions suggested
by Charmaz2014) | have demonstrated above how | have met the evaluation criteria and
thus the quality of the research as a doctoral study. | now outline what | feel are the
strengths and limitations of this study andggiest further recommendations for education,

policy, practice and future research.

10.9Strengths
The use of grounded theory and the opportunity te@mstruct themes and concepts over

repeatinterviews enables this study to be unique in OHINPSC resaartto explore in
more detail the experience fgrarticipants and other involved parties. It enables the OH
process to be followed from start to finish, from whpatrticipans first find out about the

service to when they and others listen to the fi@Hrecording.

This study includes a wide range of OH interview settings which offer different perspectives
of OHINPSC. In liaison with tBerviceUser @ordinator, | was able to intervieyparticipants

who recorded their OH in the day centre, on inpatiemsainursing home and in their own
homes. The different settings enhanced my findiraggl a discovery was the setting was

closely linked to thgarticipants mortality and present outlook on life.

The study includegarticipant with a range of illnessemterviewing someone with MND
presented different motives and experiences to people with cancer or with an illness
relating to being older. This gave valuable insight into how OHINPSC can be interpreted and
adapted by people with different illnesses. Adtigh no one was interviewed who had
dementig this was also talked about in detail witlolunteers and HCRsvho shared their

own experiences of OHINPSC with people with dementia. This also supported wider and

more intrinsic data about OHINPSC in connettmparticipans illnesses.

Theparticipans had multiple motives for taking part in OHInPSC and thus | was able to find
out more about the experience of recording family and public legaare$ OHINPSC as a
therapeutic intervention or reminiscence exese. Other research studies and OH services
catered for only one or two of these outpytshereasl was able tacomparemotives and

understand primary and secondary factors.
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With recruitment help from theServiceUser ©ordinator, | was able to interview
participans with a wide age span. The youngest was 42 and the oldest 93. This enabled me
to better understand generational aspects of their OH experience and howdlateers

and HCP related to them based on their age.

10.10Limtations
This study only took place in one city and is based on the thoughts of people with a

corresponding cultural and socioeconomic background at the hospice. Data from hospices
and palliative care units in other locations could have yielded a widexdbineof results. All

the research interviewees were white British and mainly either Christian or atheist. Several
of them wereborn or had spent the majority of their life the city, and their imparted

dialogue was based in their sogeographical backgund. The study could have benefitted
from research interviewees from more diverse cultures, other religions, disabilities and

illnesses to find out more about how they experience OHINPSC.

The research interviews were curtailed by the COVID panderMatich 2020 after 10
months of data collecting and 32 interviews. Idedllywould have had more time and
conducted more interviews. Several were in the planrstage,but it was decided in
consultation with my supervisorthat the sample was enough forynstudy. | had reached a
saturation point with several interviewees and managed to speak with all the related
volunteers and HCPs | possibly could for firecase studyparticipants. More interviews
could have offered the opportunity to further exploregtiindings and emerging theories

with interviewees.

Another aspect watvo participant dying during the process. This was unavoidable and

can be expected in laospicesetting Both deaths shapethe following interviews

afterwards with their associateglunteeror HCP. After onparticipantdied, their referring

HCP had a prarranged research interview the next day with me and she spoke of him in a
more sensitive and revered way, keen to overt her empathy. She told me he valued and had
enjoyed theOHinterview/s, but | was unable to ask him mysedishe died shortly after the

first interview. This was also the case with the otparticipantwho died. | was due to

interview him again shortly after he had recorded his OH to find out about the experience.
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As with the othemparticipant | was only able to interview them in anticipation of their OH

interview/s.

The lack of family and friends to interview for the study was a major limitation with only one
friend of aparticipantinterviewed and no family. lbecame clear during the research

process thafamilywere less straightforward to access and recruit. Phdicipants were

already engaged in both research interviews and oral histories, and it felt intrusive for me to
ask them more than in passing whethemight be able to interview one of thdamily or

friends For theparticipant recording clear family legacjeélsere was an added sensitivjty

and the only relative | met was the wife of James, who was very busy helping with her
Kdzaol yRQa OFNB FyR y2i JIwodfhddargasicdparsyiado SA y 3
very few family membersjo children,and their main relatives were siblings wkvere older

and had irregular contact. | did not feel | could ask them easily. With faargy and

friends it would have been possible to gauge more flrand accounts of how they felt

about theserviceand how they received and listened to the audezording. This could

have been valuable research in terms of understanding OH as family legacy.
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10.11Final recommendations

10.11.1 Education

This research has raised significant considerations for future trainimglafteers and HCPs

as outlined belwr:

1. The GVT could be providetd explainedis a resource for voluntegrand HCP®

3.

train themin understanding the wide scope of OHINPSC as a family legacy, public
resource and an opportunity to record memories for the self. It is essential they
spend time with participans to find out their motives before and during the

interview process as they may change. Key to this is makingauieipant fully
understand the information sheeEre-participation andRecordingAgreements

Also, that volunteers andHCPs have some understanding of any potential audiences
such as family members to make beneficial experienc®r alland minimise any
potential upset. Whilst it is important for thpgarticipantto have autonomy and be

able to decide to choose what tlgavant to recordit is also important they are fully

informed of any potential consequences.

It is advisable thatolunteers summarise interviews, both their own and those by
others, to be able to be reflexive in their practice and learn about interungwi
technique and recording quality. By listening back to recordings soon after an
interview, they can feedback to thparticipantaboutany possible inclusions and
omissions which might help achieve a more satisfactory recording for the
participant.They analso check if there are any GDPR considerations in terms of
sensitive data which might caussubstantial damage or distresto someong(OHS,
2019) It would be useful for allolunteers to be trained in dealing with GDPR as per
the course run byhe OHS.

Whilst allvolunteers already take part in a orday training course in OHINPSC
delivered by an OHS trainer prior to startingviunteer, it is important that they

then attend future training events to ensure they are maintaining best practice and
can share their experiences with their peers and @erdinator. Followup training

meetings did happen for theolunteers interviewed in thisesearchwhich they
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found useful. OHINPSC is a complex and waahging field, and it is essential that
volunteers understand the legal and ethical framework, interviewing and recording
technique and for those conducting interviews to have excellent irgespnal
communication skills. Regular training meetings could help ensure that all these

criteria are met.

4. Equally, it is important that HCPs have knowledge of the legal and ethical framework
of OHINPSC and particularly that they have the skills and lledge to be able to
pitch the service to potentigdarticipans. Whilst OHInPSC was viewed as a popular
holistic activity and HCPs recognised its therapeutic benefits, it is also important that
they understand the legacy and archival potential of OHinP@8Ean assist in
communicating this when referringarticipants. Having a consensus of HCPs
involved in the referral who attend a short session to build a fuller understanding of
OHInPSC, particularly in how to refer people and manage expectations adter th

interview, could help with this.

10.11.2 Policy and practice
This research presents implications for policy and practice in how service providers investing

in OH should organise services and best practice guidetiigse with the GVT

1. As witnessedh this research, key to a successful OHINPSC service is having
leadership from someone who is well versed in OH ethics and procedures and can
guidevolunteers and HCPs in best practice as a main port of call. This person should
be multiskilled in OH andrchival procedures, trainingplunteerrecruitment and
management, service promotion, liaising with family and stakeholders and using
digital technology. This is a time intensive p@std requires someone who can be
available at short notice to assisittvethical concerns and lastbinute referrals as

they occur.

2. Itis an imperative that interviews can be deposited in a professional archive to
ensure preservation and accessibility. This means that all interviews should include
associated detailed summias and signe@re-participation andRecording

Agreementdy both theparticipantand a member of the OH service. If possible,
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keywords which can assist with searching the archiweuld also be beneficial.
Where possiblginterviews should be well recded and in a wav. audio format at a
minimum of 16bit 441.khz sample rate to ensure compatibility with the archive.

These are requirements as mentioned the OHSwvebsite(2023)

An audio copy of the interview in thgarticipant desired format (digitall&/CD)

along with photocopies of forms signeshould be given to thearticipanton
completing their interviewand, when possible, they should be encouraged to listen
back to it to check they are happy with it before depositing with the archive. The
opportunity for edits to be made and followp interviews should also be offered.
The audio editor should act on the wishes of gagticipantas to what is kept and
taken out apart from when theres a need tawomply with GDPRn which case any
incidents should be monitored on a calgg-case basis as to the risk attached as
suggested by OHS guidelin@HS 2019)

A support network foparticipans andvolunteers should be in place for if
distressing incidents or memories ocda provide counsel after an interview. This
could be aSocialWorker, Chaplain or for volunteers, theGoordinator and regular
debriefing meetings with othevolunteers to be able to talk through any distressing

incidents.

10.11.3 Future research agenda

This research raised further questions which could be researched in the future, particularly

as listed below:

Topic Impact
Further testing of the GVT This could assist in understanding its sco
§ within OHINPSC, and boundaries.
1 in other branches of OH in health | The GVT could be tested particularly as a
and social care, and safeguad for a dignifying outcome as new
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1 OH which has therapeutic potential
and a voice legacy

1 with other digital legacy models

technologies such as Al become more

entwined in OH practice and legacy makir

Learning more about how OHIinPSC is

received by family and friends

This would be beneficial to gain fifsand
experiences and to better undeesd
ethical implications. As found via the
literature review and this discussion it is g
under researched area. Due to recruiting
lack of family and friends in this study, it
would be useful to have more context of
how OH is valued and listened to in

bereavement.

Better understanding of how OHINPSC c3
continue and flourish in the digital realm

with regards to digital legacy interventions

This could help to adapt the OHINnPSC
model in the internet age. There is the ris
of it becoming superseded by dtig legacy
platforms which offer a similar service but
OHInPSC, when executed well, can provi
a professional and ethical framework whig
could be adapted to fit future digital
initiatives. The GVT lends itself to this

purpose.

Whilst apparent in thistady, the
therapeutic potential and possibilities for
improving quality of life, could be given

more attention in research.

This study offers a basis for understandin
OHInPSC, but more detailed research
centring on the dialogue within interviews
and measring and evaluating the effects
on participants and volunteers afterwards

could give stronger insights.
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Exploring the possibilities of making
interviews more accessible via the public

archive, with keywords.

This could inform research and could
benefitthe wider OH community. The
ethical sensitivities pertained to in OHInPy
could help shape future guidelines in how|
to make interviews more accessible. As
found in the research, there is wide

potential for disseminating OHINPSC in th
public arena such @s educational and

heritage contexts which could be explorec

Further research on how OHInPiSC
organised and received in other settings
and with research interviewees from

different backgrounds

This would give broader context to an
understanding of OHINPSC and perceptio
relating to death, dying and legacy. The
limitations of this study beingonducted in
one city within a narrow demographic and
hospice setting means there is the potent
for much wider understanding of how it ca

work.

10.12 Conclusion

The aim of this study was to develop an understanding of OHInPSC using CGT as a

methodology to conceptualise and theorise the study data. The findings followed the

process of motives, which were found to be multiple, conscious, and unconscious;

experiencewhich was shaped by the setting,-construction of participant and volunteer,

narrative identity and sense of mortalitand legacyhow it was received and shared by the

participant, family and friends, and in the public archive. The findings weresiurth

conceptualised to form a basic social process of the GVT as the model for the EGWV.TTh

accounts for the elements of remembering and reflection, autonomy, social interaction, and

dignity as temporal factors in providing OHinPSCtaraksistsuccessil delivery of an

OHInPSC service. The GVT is specific to the field of OH in which it can be tested as a model
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for OH with a therapeutic outcomand a voice legadpr the participant. It is also useful in

the context of health and social carenderstandng how a biographical method in palliative
and supportive care with a voice legacy can be implemented in policy and practice.
Throughout the researctkey categories and concepts were constructed and discussed with
research intervieweesalthough theCovidpandemicmeart the final analysis and theory
wasnot discussed in interviewsdowever, the GVT model has been discussed furthar at
national OH conference ardHeventswhereit has been well receiveandwhich have

assisted in its dissemination.
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12.Appendices
Appendix 1: Unabbreviated search terms
4" January 2016:
Interview* taken out

"oral history" or "oral histories" or narrative or biograph* or testimon* or "life story” or "life stories"
or "life history" or "life histories" or story or stories or storytelling or "narrative method" or

reminiscence
AND
"nursing home" or hospice or hospitar "residential care" or "care home" or "long term care" or

"post-acute care" or "long term facility"
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AND

"palliative care" or "end of life" or EoL or "terminal illness" or death or dying or "palliative care
nursing” or "palliative medicine" or "palliae therapy" or "palliative treatment” or "terminal care"

or "life support care" or "patient care"

Appendix 2: Hand search of journals

Journal website Search terms Results Inclusion
Auto/biography studies | & 2 MIAfA (G 2 NB £ | 86 3 articles 1 editorial
(Taylor and Francis GLI EEAFGABS

online)

Medical Humanities a2 NI KAadz| 198 1 editorial, 1 article
Memory studies G2NI f KA&UlG2 54 1 article

Narrative G2NJ f KAA&adlz| 403 6 articles
OMEGAJournal of G2 MIATA G 2NB € |40 3 articles

Death and Dying

Oral History Journal palliative care 23 2 (both work abroad)
Oral History Journal Hospice 12 1 book found

Oral History Journal end of life 5 1 article

TheOral History Review | palliative care 0

TheOral History Review | Hospice 2 1 article

TheOral History Review | end of life 115 3 articles

Total 938 19 articles, 4 editorials

or commentaries, 1

book

Appendix 3: Search for relevant websites and grey literature
Description and hyperlink Relevance

Freelance practitioner: Dvora Liberman Evidence of freelance practice
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Visiting Angelg how to conduct an oral history

interview

Practical informatioraroundoral history in a

hospice setting

Il OFRSYAO LRAGSNI F2NI {ido
project

Relevant research poster

Article by Pat Macnee: The Beneficial Effects of Lifg

Story and Legacy Activities

Relevant research article

University of Kentucky Libraries Reflections: Hospic|

of the Bluegrass Oral History Collection

Relevant archive collection

Story Corps Legacy

Relevant project

StoryCorps phone app

Relevant project

Your Story in Utak tool kit available

Relevant project
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https://www.visitingangels.com/knowledge-center/family-caregiver-support/how-to-conduct-an-oral-history-interview/234
http://spcare.bmj.com/content/3/Suppl_1/A30.1?utm_source=TrendMD&utm_medium=cpc&utm_campaign=SPC_TrendMD-0
http://spcare.bmj.com/content/3/Suppl_1/A30.1?utm_source=TrendMD&utm_medium=cpc&utm_campaign=SPC_TrendMD-0
http://www.comfortdying.com/the_beneficial_effects_of_life_story_and_legacy_activities_106152.htm
http://www.comfortdying.com/the_beneficial_effects_of_life_story_and_legacy_activities_106152.htm
http://libraries.uky.edu/libpage.php?lweb_id=11&llib_id=13&ltab_id=770
http://libraries.uky.edu/libpage.php?lweb_id=11&llib_id=13&ltab_id=770
https://storycorps.org/discover/legacy/
https://storycorps.org/participate/storycorps-app/
https://www.yourstory.utah.edu/

Appendix 40ral history specific #a extractionsheet

Author Research Sampleparticipants Method Intervention/approach Legacy Key

Year guestion or aim | amount document themes

Country of study Interviewer/interviewee

(Smithet What are the Based on multimedia Description of production anscreening| multimedia biography/digital Multimedia Digital

al., 2009) | lessons learned| biographical work withig | processg evaluation? Of Participatory | life history MB) referto a DVD technol

Canada in producing participantswith AD and design procesg can take up to 6 collection of personal media Viewed ogy,
digital life sixparticipantswith months? assets including repeatedly by | dementi
histories with mild cognitive impairment photographs, film clips, participant a

people with
dementia and
their caregivers
and how do
they act as a
reminiscence
and social
stimulus tool for
people with
cognitive

impairment

(MCl),

work carried out by
research staff (7
undergraduate and
graduate students) in
collaboration with
participantsand their

family carers.

audio narration, and music
that arecompiled in digital
video format to tell the life
story. We also often use the
term digital life histories
interchangeably to refer to
MBs averaged 39 minutes i
length and were delivered in
DVD format p288




Smith, Samuel50272933 Thesis

(Stewart,
2013)UK

Do the families
listen to all, part
or none of the
often lengthy
recordings and
do they hear
what they
expected? How
do the oral
histories mesh
with the
transmission of
stories within
the family?
What are the
implications of
increased online
access both for
interviewees'
families and for
the archivists

and librarians

3 case study reflections
from familymembers
aboutparticipantd 2 NJ

history interviews

Secondary researchexploration

Oral history

Archived oral

histories

family
views.
Digital
technol
ogy
(online

access)
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who are
responsible for
archived oral
history and its
wider

dissemination?

(Stewart
and Brown,
2017)UK

To explore how
archived
recordings add
crucial context
to family
research and
explore how
some families
have

reacted when
accessing a
NEf Il G§A D
interview,
including how
the interview

intersects with

East Midlands Oral Histy
Archive-collection of over
20 interviews about

the Wharf Street area of
Leicester, most of them
relating to the 1920s
onwards. Recorded in
1980s and 1990s.
NationalLife Sories
archive atThe British
Library ¢ correspondence
and interviews with

bereaved relatives

Secondary researahexploration of

case studies from archived interviews

Oral history

n/a, Archived

oral histories

family
views
about
oral
histories
, family
histories
, digital
technol
ogy
(online

access)
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existingfamily

histories.
(Taftet al,, | Project Student nurses conducted| Naturalistic enquiry Oral history and Audio copy for| WW?2 as
2004)USA | designed to interviews. 12 Nursing Lincoln YS, Guba Baturalistic reminiscence about WW2 | participart reminisc
investigate oral | homeparticipants(means | inquiry. Beverly Hills, Calif: Sage, 198" (not ence,
history as an aged 85.5 years) 14 ¢ oral history interviews relating to mentioned if | oral
intervention communityparticipants WW?2 open ended lasting 45 to 90 archived) history
that has the (means aged 82.4 years) ] minutes recorded, transcribed case with old
potential to interviews with 4 with reports inductively analysed people
meet mental husbands and wives and
health needs in | together veterans
old ageg part of
an ongoing
effort to identify
intervention
that can
enhance quality
of life in oldage.
(Winslow | Can oral history| Not clear Unpublished oral presentation Oral history Voice Oral
Smith and | improve recording history
Noble, healthcare in
2011)UK professionals
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understanding palliativ
of patients in e care
palliative care?
(Winslow | What are the Anecdotal feedback from | Descriptive article about a service Oral history Voice Oral
Noble and | benefits of oral | patients and healthcare recording history
Hitchlock, | history in professionals in
2009)UK palliative care palliativ
for the patient? e care
(Winslow | How does with patients,family, Unpublished poster abstract and repol Oral history Voice Oral
and Smith, | providing an bereavement group semistructured interviewsand Analysis recording history
2014)UK oral history at | members and healthcare | of archival and qualitative interview in
the end-of-life professionals material palliativ
influence wel e care
being of the
individual and
the bereaved?
(Beasleyet | What is the 10volunteerson a service | Thematic analysis of printed transcript| Oral recorded biographical | n/fa ¢ on volunte
al.,, 2015) | lived experience from semi structured interviews writing ¢ non-specific service ers
Australia of volunteeling biographical services transcripts for

in a palliative
care biography

service?

patients
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Appendix 5: Aypography of relevant narrative approachegpatliative and supportiveare

Approach Approach Definition Seminal texts/Key| Related Facilitators/ | Population / Method/Interview | Legacy Related Countries
type authors concepts Interviewers | Settings style documert disciplines (where
research
was found)
Oral history Intervention, | Wh NI f K A Ethical challenges| Personhood Oral Older people, | Open ended one | Oral history | History, UK, USA,
activity the recording of | in the oral history | (Kitwood, historians, people with a | to one or group recording sociology New
unique life of medicineq 1997) trained terminal interviews either | for Zealand,
experience. It Winslowand volunteers illness, people | following a life participant Australia
. Communication| .
captures and Smith(2010) book trained with early story approach or | and for
enhancement ] ]
preserves the chapter. nurses, stagememory | relatingto specifc | research or
) model (Ryanet . .

voice of the students, loss event/si.e.,World | an archive,

o al., 1995) ) )

individual, and family War 2, getting

o ) Summary,
participants Oral history as a | Logotherapy, members married )
transcript
become socialmovement: | (Frankl, 1964) nursing homes,
involved in the | Reminiscence and long term care, Interviewee
Milieu therapy ] ]
process of older peopleg hospices, can give
. . (Gundersoret o
producing their | Bornat J (1989). palliative care, consentfor
) al., 1983) _ .

own life home setting usein

histories. It secondary

provides an Reminiscence and research,

opportunity for | g history:
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participation
across a rage

of abilities, to
people who may
not wish to

write or who are
unable to, but
who can
vocalise their
al2NRSad
(Winslow and
Smith, 2014)

parallel universes
or shared
endeavours?,
(Bornat 2001)

Life story
work (LSW)

Intervention,

activity

Life story work ig
a broad term
used for
biographical
approaches in
health and socia|
care in which a
person has the
opportunity to
record their life
experiences.

Their story can

Life story work in
health and social
care: A Systemati(
Review (McKeowr
et al, 2006)

Personhood

Person centred
care,
relationship

centred care

Trained
volunteers
students,
Nurses,
Social

Workers

People with
dementia,
people with
learning
difficulties
older people,
fostered
children,
people with
mental health

needs.

Ongoing, dynamic
process rather
than task
orientated ¢ can
take between €12
weeks (one

session per week

Commonly
recorded in
the form of
a life story
book, digital
story or
textual
information
alongside
photographs
and can

form part of

Nursing, socia

work

UK,
Norway,
Sweden,
USA
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then be used to a memory
inform their box with
nursing homes,
care and as a other
long term care, ]
method to relevant life
. dementia -
enhance their memorabilia
wards
autonomy and
personhood in a
care
environment.
(McKeownet
al., 2006)
Life revew/ Intervention/ | Life review is a | The Life Review: | 9 NA | & 2 Y| Social Older people, | Outlook¢ 3 Life review | Psychology Japan, USA
life review therapy structured An Interpretation | stages (ego Worker, people in weekly sessions | legacy UK, China,
therapy also intervention of reminiscence in| integrity, dinical palliative care | lasting between outcomes Australia,
Outlook short which is usually | the aged (Butler, | generativity) Psychologist,| or with mental | 40-120 minutes can vary on Canada
term life one to one and | R.N. 1963} Psychiatrist, | health each. the exact
review often focuses on| 19577 nurses(Keall | problems such intervention
interventions the entire life et al, 2015) | as depression, i.e. LSW,
span of an Short term life oral history,
individual. It Childhood and reviewg 230¢60- | Dignity
seeks to distil | Society minute sessions in| Therapy.
positive and one week Life review
negative therapy.

memories into
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an evaluative
life story. Life
review therapy
has been used
to treat and to
help give
patients a more
positive outlook
based on their
past. (Pinquart
and Forstmeier,
2012) Dignity
therapy can be
attributed as a
life review
intervention as
it is accounted
as being a
manualised
intervention
with
guantitative
evaluation(Keall

et al,, 2015)

(Erikson, Erik H.,
1950)

Could be an
audio tape
or scrap
booksee
keal 2015
p755756
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Dignity Therapy Is designed to | Dignity Therapy: a Dignity atthe | DT-trained End of life Question protocol | Generativity | Psychotherapy Canada,
therapy address novel end of lifeg healthcare | patients, of 9 questions documentc USA, UK,
psychosocial psychotherapeutic research by professional.| patients with given to the interviews Australia,
and existential | intervention for Chochinov life threatening | patient followed are audio Spain,
distress among | patients near the diseases, old | by recorded recorded Brazil,
terminally ill end of life people, people| interview and then Sweden
patients. Dignity | (Chochinov H. et with mild (Martinezet al, transcribed
therapy invites | al., 2005) cognitive 2016) and edited
patients to impairments into a
discuss issues (Johnston and generativity
that matter Dignity Therapy: Narayanasamy document
most or that Final words for 2016) to be
they would most| final days bequeathed
want (ChochinoH., to afriend
remembered 2012) Hospice, or family
(Chochinov Het palliative care, member
al., 2005). home setting, (the audio
hospital recording is
not kept)
Reminiscence/ Activity, Basic The Life Review: | 9 NA | & 2 Y| Youth Older people, | Often once or Community | Psychology UK, USA,
reminiscence | intervention | reminiscence An Interpretation | stages (ego volunteers | people with twice weekly publishing, France,
therapy and therapy | work in health of reminiscence in| integrity, senior dementia, sessions for40 Booklets, China, the
sometimes | and social care generativity) volunteers or more weeks drama Philippines,
involves healthcare
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freeform
autobiographical
discussion and
storytelling
about the past
which aims to
engage
participantsand
enhance
positive feelings
(Pinquart and
Forstmeier,
2012). It is often
used as group-
basd
intervention

(Bornat, 2001).

Reminiscence
can be
intrapersonalg
cognitive and
individual or
interpersonalg

communicated

the aged (Butler,
R.N. 1963)

Childhood and
Society

(Erikson, Erik H.,
1950)

staff,
computer

assised

Nursing
homes,
hospitals, long
term care,
palliative care,
dementia
wards,
retirement

communities

Germany,

Switzerland
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with others in
conversation

(Linet al.,, 2003)

Multimedia

biographies

Intervention,

activity

Wi 02f f ¢
personal media
assets including
photographs,
film clips, audio
narration, and
music that are
compiled in
digital video
format to tell
the story of a

f A(SnStieet al,
2009)p288 use
of personal
rather than
archival

materials p292

The Life Review:
An Interpretation
of reminiscence in
the aged (Butler,
R.N. 1963)

Childhood and
Sociey

(Erikson, Erik H.,
1950)

Reminiscence
and life review
practice,
participatory
design
(Greenbaum &
Kyng, 1991) for
producing the
MBs

Research
staff, family

members,

People with
LEfT KSAY
disease and
mild cognitive

impairment

60-100 hours over

aoneyearperiod

Multimedia
biography
DVD

(av.39mins)

Technology in
human

services
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Appendix 6: Detailechble of included empirical studies (earliest to most recent)

Reference/Title Subject Country of | Research Type Journal
Research
1 | (Lichter, Mooney Ord New Two case historiegnecdotal Palliative
and Boyd, 19983 biography in a| Zealand feedback Medicine
Biography as hospice
therapy
2 | (Rickard, 1998pral | Oral history as| UK Theoretical based on study Oral History

2011)StoryCorps
memoryloss
initiative: enhancing
personhood for
storytellers with

memoly loss

with memory

loss

with memory loss and 27
family membersg yes/no and
open questionsconstant

comparative analysis

history¢ WY 2 NJB | a therapeutic discussion group with 4 ga
dangerous than outcome interviewees with traumatic
GKSNI LB KQ experiencesq diagnosed with
Interviewees AIDs)
NEFt SOUGA2
recording traumatic
or taboo topics
3 | (Taftet al, 2004) Oral history USA naturalistic inquirycopen Geriatric Nursing
Oral history: reminiscence ended oral history interviews
validating in a nursing with 12 participants
contributions of home
Case repds, inductive data
elders
analysis
4 | (McCarthy, 2010) Is oral history | USA Anonymous surveto The Oral History
good for you? quantitatively measure how Review
aLa 2NJ¢ . . .
interviewees felt about telling
T2N é2dzKé . .
their story-32 veterans with
oral history beyond .
PSA failure
documentation and
into a clinical
setting: first steps
5 | (Savundranayagam| Oral history USA Grounded theory two follow- | Dementia
Dilley and Basting, | for people up interviews with 42 persons
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6 | (Ligonetal, 2012) | Oral history USA before and after experimental | Journal of
Oral history: A for improving study, pre-test-post-test design | Intergenerational
pragmatic approach| quality of life with intervention vs. control Relationships
to improving life in old people group
satisfaction of
elders to measure baseline life
satisfaction LSIA (60
participantg
7 | (Winslow and Oral history in | UK Unpublishedeport ¢ analysis | British Medical
Smith, 2014How palliative care of 100 interviews from the Journal
does providing an archive semi structured Supportive and
oral history at the interviews (32) with 10 Paliative care
end-of-life influence patients, 9 bereavetamily posterand
well-being of the members, 6 healthcare report
individual and the professionalsy bereavement
bereaved? support volunteersthematic
analysis
8 | (Beasleyt al, Oral Australia Semistructured interviews (10 | Palliative and
2015)The lived biography volunteerg thematic analysis | Supportive Care
experience of volunteers in of transcripts
volunteeiing in a a hospice
palliative care
biography service

Appendix 7: dble of oral history service projects identified in empirical studies

Service Interview Fadlitator Interviewer Interviewee Research Interview Questions | Legacy
setting theoretical time frame

framework
StoryCorps | StoryCorps | Trained family Persons with selidentified Communication 40 minutes | Question Personal CD and
Memory booth StoryCorps members/car | earlystagememory loss Enhancement generator deposited in the
Loss facilitator ers Model (Ellen National
Initiative, Bouchard Ryast Archives
Wisconsin, al., 1995)and
USA personhood

approach(Kitwood,

1997)
Oral History | Hospice, Oral history Trained Patients in palliative care or n/a No time Open Personal CD and
in Palliative | Palliative lead and volunteers with terminal illness limit given | questioning | deposited in the
Care care unit, Coordinator usinglife University of
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Services critical care oral story Sheffield Special
Project, UK | wards, home historians approach Archive
setting (Robert Collections
Atkinson,
1998)
Oral Hospice care| Hospice Trained Hospice patientselected by a | Logotherapy(Frankl, | Initial Open Tape ad
Biographer Medical volunteers Llae OKALF GNR &G { 1964) collection | questioning | transcript for
Service, director? from family have a need to find meaning i of G led by interviewee/
New support team | their lives in order to improve biographica | interviewee | frienddfamily
Zealand and (coordinate | G KSANJI ljdzl £ AG@ I
Australia with whose lack of selfegard is information
directors) considered a key factor leadin ¢ when the No consent
uz2 Lk dKe FyR interviewee signed. Bmahs
(Lichter, Mooney and Boyd, is ready property of the
1993 recordng interviewee. M
commence archive copy
s¢notime
limit given
Recording Nursing Funding via Trained Older adultqaverageage of Therapeutic milieu | Between Open Personal
Memories home,in the | University of | faculty and 84) (Gundersoret al.,, 4590 ended transcript with
of WW2 community | Wisconsin Student 1983) minutes guide to added memoirs.
Oral History Eau Claire nurses questioning | Transcript
Project, but specific | developed into
Wisconsin, Naturalistic Inquiry questions case report for
USA (Lincoln, 1985) around research.
Pearl
Harbour No other archive

mentioned
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Appendix 8: Conversational guide sheet
Introduction

1 Introduce myself and check they have read the information sheet and are clear about the
purpose of the study

1 Reiterate they are free to withdraw at any time and that taking part will not impact on their
medical care

1 Ask them to sign the priterview consat form

1 Explain the recording process and how long the interview will take

1 Check there are no foreseeable interruptions such as background sound or people due to
visit

1 Perform a sound check with the recording equipment to get the right sound levels

 StartSO2NRAY 3 IyR 0S3IAYy (GKS AYUiISNWBASG oAGK WiHKI
study:Understanding oral history with people in palliative care or supportive @are:
qualitativestudy® ¢ KS RIGS A&4X FyR 6S INB FdiXoQ

Questions
1. What is your involvement iaral history in palliative and supportive care?
2. Please can you tell me about your experience of the service?
3. What are/were your motivations for taking part (interviewees/interviewers)?
4. Please can you tell me about your experience of the interview
(interviewees/interviewers)?
5. Did you find it enjoyable or not? Can you explain why?

6. What do you plan to do with your finished oral history recording (interviewee/family and
loved ones)?

7. What do you perceive to be the challenges encountered in recording and sliaging
oral history interview?

8. What do you perceive to be the opportunities encountered in oral history recording and
sharing the oral history interview?

9. Have you listened to theecording yet? How did it make you feel?

10. When do you plan to listen to the reating (interviewee/family and loved ones)?

11. What were the main topics you talked about in the interview (interviewee/interviewer)?

12. What do you think could be done differently?

13. How do you think oral history interviews/clips should be reused?

14. What are the pssibilities for reuse of oral history interviews in health and social care?

15. Is there anything else you would like to say?

1 Thank them for taking part and state on the recording the interview has now finished.

1 Ask them to fill in the mini questionnaire and explain it will be kept separately to the
interview in a secure locked cupboard only accessible by the researcher to ensure
confidentiality.

1 Provide them with a photocopy of their consent form and refer thiencontact details on
the information sheet should they wish to contact someone about the study.
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Appendix 9: PhD schedule (based on full time study)

Year 1 Year 2 Year 3 Year 4
Phase OctDec] JanMar| Apr-Jun| JutSep| OctDed JanMar| Apr-Jun| JutSep | OctDec | JanMar | AprJun | JutSep | OctDec | JanMar |Apr-Jun JutSep
16 17 17 17 17 18 18 18 18 19 19 19 19 20 20 20

Induction and reading

Literature review

\Writing up confirmation revie

report

Submit confirmation review

Confirmation review meeting

Ethics approval

DBS check

Initial research site meetings

Recruit advisory group

Research process on site

Reflexive journal

Methodological journal

Preliminaryinterviews

Field notes and transcribing

Followup interviews
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Grounded theory analysis

Member checks

Final results

\Write up findings

Submit draft thesis

Proof read thesis

Submit thesis

Viva
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Appendix 10: Mini questionnaire

%S Of
>~ Sheffield.

Understanding oral history with people in palliative care or supportive
care: a qualitative study

Mini-questionnaire

1.2 KFG Aa @2dzNJ F 3SK XXXXodbe SI NA

2. What is your gender?

[ ] Female [] Male [ ] 1 do not wish to disclose this

3. How would you describe your ethnicity?

Asian or Asian British Mixed OtherEthnic Group

[ ] Bangladeshi [ ] White & Asian [ ] Chinese

[ ] Indian [ ] White & Black African [ ] Any other ethnic group
[ ] Pakistani [ ] White & Black Caribbean [ ] | do not wish to disclose
[ ] Any other Asian background [ ] Any other mixed background

Black or Black British White

[ ] African [ ] British

[ ] caribbean [ ] Irish

[ ] Any other Black b&ground [ ] Any other White background

4. How would you describe your religion or belief?

[ ] Atheism [] Islam [ ] Sikhism

[ ] Buddhism [] Jinism [ ] other

[ ] Christianity [ ] Judaism [] I do not wish to disclose
[ ] Hinduism

Thank you for completing this questionnaire. Your name will not be used
with this information.
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Appendix 11: Participant consent form

The
University

Sheffield.

Understanding oral history with people in palliative care or supportive care: a qualitative study

Consent Form

Please sign your initials in the appropriate boxes Initials

Taking Part in the Project

| have read and understood the project information sheet version 2.5 08/03/19 or the project has been
fully explained to me. (Please do not proceed with this consent form until you are fully aware of what your
participation in the project will mean.)

| have been given the opportunity to ask questions about the project.

| agree to take part in the project. | understand that taking part in the project will include being
interviewed and being audio recorded.

| understand that my taking part is voluntary and that | can withdraw from the study at any time. | do not
have to give any reasons for why | no longer want to take part and there will be no adverse consequences
if | choose to withdraw.

How my information will be used during and after the project

| understand my personal details such as name, phone number, address and email address etc. will not be
revealed to people outside the project.

| understand and agree that my words may be quoted in reports, web pages, and other research
publications. | understand that | will not be named in these publications unless | specifically request this.

| understand that everything | say is confidential unless | divulge something that suggests that | or
someone else is at risk of harm. | understand the researcher will discuss this with me before telling anyone
else.

| understand and agree that other authorised researchers will only have access to this anonymised data if
they agree to preserve the confidentiality of the information as requested in this form.

| understand and agree that other authorised researchers may use my anonymised data in reports, web
pages, and other research publications.

| give permission for the anonymised interview transcript/s and demographic information that | provide to
be deposited in the University of Sheffield ORDA data repository so it can be used for future research and
learning.

| give permission for my anonymised data to be used in other projects. So that the information | provide
can be used legally by researchers.

| agree to assign the copyright | hold in any materials generated as part of this project to The University of
Sheffield.

| would like a summary of the final research report. (If initialled please write your email or address):

Name of participant [printed] Signature

Name of Researcher [printed] Signature

Project contact details for further information:

If you have any questions about this research, please contact Sam Smith by email: s.r.smith@sheffield.ac.uk.
Alternatively, if you would like to speak to a different member of the research team, you can contact Dr Tony Ryan
on 0114 222 2062 or email t.ryan@sheffield.ac.uk. If you would like to raise a complaint about the study please
contact Dr Sharron Hinchcliff, Postgraduate Research Tutor, by email: s.hinchliff @sheffield.ac.uk
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Appendix 12: Geeral information sheet

The
& University

s Of
"~ Sheffield.

Understanding oral history with people in palliative care or supportive care: a qualitative
study

General information sheet

Research team:
Sam Smith

Supervisors: Tony Ryan, Jane McKeown, Michelle Winslow. School of Nursing and Midwifery,
University of Sheffield

Project purpose:
The aim of this study is to better understand how people feel about taking part in oral history at St
Luke’s Hospice. Results will help shape how oral history develops in the future and how hospice teams

are trained.

We are recruiting anyone who has experience of creating or being given an oral history recording in
palliative and supportive care. We are particularly interested in recruiting interviewees, their family,

and friends, and also volunteer interviewers and health care professionals.

The study is part of a PhD being undertaken by Samuel Smith. For the research he is conducting 1-3
face-to-face interviews (approx. 30mins each) with each participant to ask questions about their
experience of the service (before and after taking part), and to discuss emerging ideas. The findings will
inform his thesis and enable further knowledge and recommendations for practice and policies.

The research is being funded by and organised within the School of Nursing and Midwifery, University
of Sheffield and has been reviewed by the Health Research Authority’s Social Care REC and received a

favourable opinion.

Contact for further information
If you have any questions about this research, please email Samuel Smith: s.r.smith@sheffield.ac.uk

Alternatively, if you would like to speak to a different member of the research team, you can contact
Dr Tony Ryan on 0114 222 2062 or email t.ryan@sheffield.ac.uk
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Appendix 13: Participant information sheer(patients)

The
University
Of

* Sheffield.

Understanding oral history with people in palliative care or supportive care: a qualitative
study

Information sheet for patients

Research team:
Sam Smith

Supervisors: Tony Ryan, Jane McKeown, Michelle Winslow, School of Nursing and Midwifery,
University of Sheffield.

Introduction:

You are invited to take part in a research project. Before you decide whether or not you wish to
participate, please take time to read the following information carefully and discuss it with others if
you wish. Please ask if there is anything that is not clear or if you would like more information. Thank

you for reading this.

Project purpose:

| am completing this research as part of a PhD | am undertaking at the University of Sheffield. The aim
of this study is to better understand how people feel about taking part in oral history at St Luke’s
Hospice. Results will help shape how oral history develops in the future and how hospice teams are
trained. If you agree to participate, | will conduct three face-to-face interviews that will ask about your
experience of oral history (before and after taking part), and your thoughts about the process.

Why have | been asked to take part in the project?

| am inviting anyone who has experience of oral history at St. Luke’s Hospice. So that includes
interviewees, their family, and friends and also volunteer interviewers and health care professionals.
Taking part is entirely voluntary and it is up to you to decide whether or not to participate. If you do
decide to take part, we ask that you keep this information sheet and you will also be asked to sign a
consent form. You are free to withdraw at any time; a decision not to take part will not affect your
future medical care.

1 v.3.5,080319. IRAS ID: 251866
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What will happen to me if | take part?

If you decide to be involved | will phone or write to you to arrange to talk about the research and, if
you wish to go ahead, arrange an interview time and place that suits you. | will ask you a series of
questions about your experience of oral history and ask for your views on how recordings are shared.
The interview will take approximately 30 — 45 minutes. Two shorter follow up interviews may be
conducted with you within 6-12 weeks of the first interview. All interviews will take place at St. Luke’s
Hospice or, if you prefer, in your home.

What are the possible disadvantages and risks of taking part?

Given the research subject matter of oral history in palliative and supportive care, for some people it
may invoke difficult memories and opinions, or some may find it distressing to think about their
serious illness. Both | and the research team understand this and are experienced in talking to people
in this situation. You will not be expected to discuss anything that you don’t wish to. | will understand if
you want to take a break during the session, or would like to stop the interview altogether or arrange
to return at a time that suits you better. | will also be able to put you in touch with sources of support
if you wish.

Will | be recorded, and how will the recorded media be used?

Your interview/s will be audio recorded and transcribed. The audio interviews will be used only for
analysis and will be destroyed on completion of the study. No other use will be made of them without
your written permission, and no one outside the project will be allowed access to the original research
recordings.

Will my taking part in this project be kept confidential?

Your name will be removed from any transcripts and the audio recording. All the information | collect
about you during the course of the research will be kept confidential and will only be accessible to
members of the research team. Anonymised quotes may be used in publications and reports. When
sharing the findings of the study we would never use your name or any other specific identifier.
However, your own circumstances are unique to you and as a result there is a very small risk that when
we present or report our findings they may be attributed to you.

Everything you say is confidential unless you tell us something that indicates that you or someone else
is at risk of harm. | would discuss this with you before telling anyone else and if necessary | would
consult a senior member of the healthcare team.

St. Luke’s Hospice will collect information from you for this research study in accordance with our
instructions. St. Luke’s Hospice will use your name and contact details to contact you about the
research study, and make sure that relevant information about the study is recorded for your care, and
to oversee the quality of the study. St. Luke’s Hospice will pass these details to the University of
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Sheffield. The only people in the University of Sheffield who will have access to information that
identifies you will be people who need to contact you about the study or to audit the data collection
process. The University of Sheffield will keep identifiable information about you from this study
(contact details and consent forms) for 10 years after the study has finished.

What will happen to the data collected, and the results of the research project?

| will transcribe and anonymise all the interviews and during the study only the research team (me and
my research supervisors: Tony Ryan, Jane McKeown, Michelle Winslow) will have access to the
anonymised data for analysis. The project results will be written up in a PhD thesis and may be
published in subsequent publications or reports and presented at conferences.

Due to the nature of this research it is possible that other researchers may find the information
collected to be useful in answering future research questions. After the study the anonymised
transcripts and demographic information (age, gender, ethnicity and religion/belief) will be deposited
in the University's Online Research Data repository (ORDA) with limited access by request for
University of Sheffield staff and students. There will an 18 month embargo on data access to allow for
study findings to be disseminated first. The data will be preserved for a minimum of 10 years.

Who is the Data Controller?

The University of Sheffield is the sponsor for this study based in the United Kingdom. We will use
information from you in order to undertake this study and will act as the data controller for it. This
means that we are responsible for looking after your information and using it properly. The University
of Sheffield will keep identifiable information about you for 10 years after the study has finished.

Your rights to access, change or move your information are limited, as we need to manage your
information in specific ways in order for the research to be reliable and accurate. If you withdraw from
the study, we will keep the information about you that we have already obtained or you can choose to
have your data erased for up to three months after your interview. After that time it will not be
possible as data will have been analysed. To safeguard your rights, we will use the minimum
personally-identifiable information possible.

You can find out more about how we use your information, including details about how and why the
University processes your personal information, how we keep your information secure, and your legal
rights (including how to complain if you feel that your personal information has not been handled
correctly), in the University’s Privacy Notice https://www.sheffield.ac.uk/govern/data-

protection/privacy/general.

What is the legal basis for processing my personal data?
In order to collect and use your personal information as part of this research, we must have a basis in
law to do so. The basis that we are using is that the research is ‘a task in the public interest’. This is
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because it is producing developments in education and research on behalf of the University of
Sheffield.

As we will be collecting some data that is defined in the legislation as more sensitive information about
your oral history experience and personal background, we also need to let you know that we are
applying an additional condition in law: that the use of your data is ‘necessary for scientific or historical
research purposes’. This enables us to collect and archive information such as ethnic background,
religion and philosophical beliefs, which could be integral to your contribution.

Who is organising and funding the research?
The research is being funded by and organised within the School of Nursing and Midwifery, University
of Sheffield.

How will | find out the results?
Please let me know if you would like to hear about the outcome of the study and you will be emailed
or sent the report summary when the study finishes.

Who has ethically reviewed the research?
This study was reviewed by the Health Research Authority’s Social Care REC and received a favourable
opinion.

What if something goes wrong?

If you have an issue with the project please raise your concern with the researcher Sam Smith (contact
details at the end). If you would like to make a complaint please contact Dr Sharron Hinchcliff,
Postgraduate Research Tutor, on 0114 222 2045 or email her at s.hinchliff@sheffield.ac.uk

Contact for further information

If you have any questions about this research, please email Sam Smith s.r.smith@sheffield.ac.uk

Alternatively, if you would like to speak to a different member of the research team, you can contact
Dr Tony Ryan on 0114 222 2062 or email t.ryan@sheffield.ac.uk

Thank you for reading this information. If you decide to participate you will be given a copy of the
information sheet and a signed consent form to keep.
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Appendix 14: Participant information sheet (for volunteers and HCPs

The
University
Of

" Sheffield.

Understanding oral history with people in palliative care or supportive care: a qualitative
study

Information sheet for volunteers and health care professionals

Research team:
Sam Smith

Supervisors: Tony Ryan, Jane McKeown, Michelle Winslow, School of Nursing and Midwifery,
University of Sheffield.

Introduction:

You are invited to take part in a research project. Before you decide whether or not you wish to
participate, please take time to read the following information carefully and discuss it with others if
you wish. Please ask if there is anything that is not clear or if you would like more information. Thank
you for reading this.

Project purpose:

| am completing this research as part of a PhD | am undertaking at the University of Sheffield. The aim
of this study is to better understand how people feel about taking part in oral history at St Luke’s
Hospice. Results will help shape how oral history develops in the future and how hospice teams are
trained. If you agree to participate, | will conduct three face-to-face interviews that will ask about your
experience of oral history (before and after taking part), and your thoughts about the process.

Why have | been asked to take part in the project?

| am inviting anyone who has experience of oral history at St. Luke’s Hospice. So that includes
interviewees, their family, and friends and also volunteer interviewers and health care professionals.
Taking part is entirely voluntary and it is up to you to decide whether or not to participate. If you do
decide to take part, we ask that you keep this information sheet and you will also be asked to sign a
consent form. You are free to withdraw at any time.

What will happen to me if | take part?
If you decide to be involved | will phone or write to you to arrange to talk about the research and, if
you wish to go ahead, arrange an interview time and place that suits you. | will ask you a series of
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questions about your experience of oral history and ask for your views on how recordings are shared.
The interview will take approximately 30 — 45 minutes. Two shorter follow up interviews may be
conducted with you within 6-12 weeks of the first interview. All interviews will take place at St. Luke’s
Hospice or, if you prefer, in your home.

What are the possible disadvantages and risks of taking part?

Given the research subject matter of oral history in palliative and supportive care, for some people it
may invoke difficult memories and opinions. You will not be expected to discuss anything that you
don’t wish to. | will understand if you want to take a break during the session, or would like to stop the
interview altogether or arrange to return at a time that suits you better. | will also be able to put you in
touch with sources of support if you wish.

Will | be recorded, and how will the recorded media be used?

Your interview/s will be audio recorded and transcribed. The audio interviews will be used only for
analysis and will be destroyed on completion of the study. No other use will be made of them without
your written permission, and no one outside the project will be allowed access to the original research
recordings.

Will my taking part in this project be kept confidential?

Your name will be removed from any transcripts and the audio recording. All the information | collect
about you during the course of the research will be kept confidential and will only be accessible to
members of the research team. Anonymised quotes may be used in publications and reports. When
sharing the findings of the study we would never use your name or any other specific identifier.
However, your own circumstances are unique to you and as a result there is a very small risk that when
we present or report our findings they may be attributed to you.

Everything you say is confidential unless you tell us something that indicates that you or someone else
is at risk of harm. | would discuss this with you before telling anyone else and if necessary | would
consult a senior member of the healthcare team.

St. Luke’s Hospice will collect information from you for this research study in accordance with our
instructions. St. Luke’s Hospice will use your name and contact details to contact you about the
research study, and make sure that relevant information about the study is recorded for your care, and
to oversee the quality of the study. St. Luke’s Hospice will pass these details to the University of
Sheffield. The only people in the University of Sheffield who will have access to information that
identifies you will be people who need to contact you about the study or to audit the data collection
process. The University of Sheffield will keep identifiable information about you from this study
(contact details and consent forms) for 10 years after the study has finished.
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What will happen to the data collected, and the results of the research project?

| will transcribe and anonymise all the interviews and during the study only the research team (me and
my research supervisors: Tony Ryan, Jane McKeown, Michelle Winslow) will have access to the
anonymised data for analysis. The project results will be written up in a PhD thesis and may be
published in subsequent publications or reports and presented at conferences.

Due to the nature of this research it is possible that other researchers may find the information
collected to be useful in answering future research questions. After the study the anonymised
transcripts and demographic information (age, gender, ethnicity and religion/belief) will be deposited
in the University's Online Research Data repository (ORDA) with limited access by request for
University of Sheffield staff and students. There will an 18 month embargo on data access to allow for
study findings to be disseminated first. The data will be preserved for a minimum of 10 years.

Who is the Data Controller?

The University of Sheffield is the sponsor for this study based in the United Kingdom. We will be using
information from you in order to undertake this study and will act as the data controller for this study.
This means that we are responsible for looking after your information and using it properly. The
University of Sheffield will keep identifiable information about you for 10 years after the study has
finished.

Your rights to access, change or move your information are limited, as we need to manage your
information in specific ways in order for the research to be reliable and accurate. If you withdraw from
the study, we will keep the information about you that we have already obtained or you can choose to
have your data erased for up to three months after your interview. After that time it will not be
possible as data will have been analysed. To safeguard your rights, we will use the minimum
personally-identifiable information possible.

You can find out more about how we use your information, including details about how and why the
University processes your personal information, how we keep your information secure, and your legal
rights (including how to complain if you feel that your personal information has not been handled
correctly), in the University’s Privacy Notice https://www.sheffield.ac.uk/govern/data-

protection/privacy/general.

What is the legal basis for processing my personal data?

In order to collect and use your personal information as part of this research, we must have a basis in
law to do so. The basis that we are using is that the research is ‘a task in the public interest’. This is
because it is producing developments in education and research on behalf of the University of
Sheffield.

As we will be collecting some data that is defined in the legislation as more sensitive information about
your oral history experience and personal background, we also need to let you know that we are
applying an additional condition in law: that the use of your data is ‘necessary for scientific or historical
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research purposes’. This enables us to collect and archive information such as ethnic background,
religion and philosophical beliefs which could be integral to your contribution.

Who is organising and funding the research?
The research is being funded by and organised within the School of Nursing and Midwifery, University
of Sheffield.

How will | find out the results?
Please let me know If you would like to know about the outcome of the study and you will be emailed
or sent the report summary when the study finishes.

Who has ethically reviewed the research?
This study was reviewed by the Health Research Authority’s Social Care REC and received a favourable
opinion.

What if something goes wrong?

If you have an issue with the project please raise your concern with the researcher Sam Smith (contact
details at the end). If you would like to make a complaint please contact Dr Sharron Hinchcliff,
Postgraduate Research Tutor, on 0114 222 2045 or email her at s.hinchliff@sheffield.ac.uk

Contact for further information
If you have any questions about this research, please email Sam Smith s.r.smith@sheffield.ac.uk

Alternatively, if you would like to speak to a different member of the research team, you can contact
Dr Tony Ryan on 0114 222 2062 or email t.ryan@sheffield.ac.uk

Thank you for reading this information. If you decide to participate you will be given a copy of the
information sheet and a signed consent form to keep.
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Appendix 5: Participant information sheet (féamily)

The
University

" Sheffield.

Understanding oral history with people in palliative care or supportive care: a qualitative
study

Information sheet for family and friends

Research team:
Sam Smith

Supervisors: Tony Ryan, Jane McKeown, Michelle Winslow, School of Nursing and Midwifery,
University of Sheffield.

Introduction:

You are invited to take part in a research project. Before you decide whether or not you wish to
participate, please take time to read the following information carefully and discuss it with others if
you wish. Please ask if there is anything that is not clear or if you would like more information. Thank
you for reading this.

Project purpose:

| am completing this research as part of a PhD | am undertaking at the University of Sheffield. The aim
of this study is to better understand how people feel about taking part in oral history at St Luke’s
Hospice. Results will help shape how oral history develops in the future and how hospice teams are
trained. If you agree to participate, | will conduct three face-to-face interviews that will ask about your
experience of oral history (before and after taking part), and your thoughts about the process.

Why have | been asked to take part in the project?

I am inviting anyone who has experience of oral history at St. Luke’s Hospice. So that includes
interviewees, their family, and friends and also volunteer interviewers and health care professionals.
Taking part is entirely voluntary and it is up to you to decide whether or not to participate. If you do
decide to take part, we ask that you keep this information sheet and you will also be asked to sign a
consent form. You are free to withdraw at any time. Your involvement with St. Luke’s Hospice will not
be affected in any way if you choose to not take part or to withdraw.
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