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ThesisAbstract

The impact of palliative anderaf-l | f e care volunteersd roles 1|
well-being is explored in this thesisrgily, asystematic review anithematic synthesis on

the emotional experiences of being a palliative care volunteer psandeverview of
existingresearchThe thematic synthesis employeditmmative threestage synthesisf 22

included papersThemes identified include intrinsic and extrinsic challenges, personal gain

and the development of relationship®lunteers face unique challenges; however, they also
experience a number of positive impacts on their emotionalbeélg. It is importanta

monitor how volunteers cemnd provide appropriate suppdfew papers focus directly on

the emotional experiences of volunteers and a need for research that explores these
experiences is highlighte8econdy, an interpretative phenomenological anaystudywas
conductecexploringt he i mpact of hospice volunteerso6é r
well-being.Ten participants were recruitegross three hospices and data were collected via
semistructured interview Data wereanalysed using intergtative phenomenological

analysis and four themes weredeveloged ) 1t can be chall enging;
to be; (3) managing death; (4) the importance of connedibimough there are psychosocial
benefits for volunteers in their role, comesring challenges is importatat ensure thadupport

is provided to help volunteers manaesechallenges. Thidg, acritical appraisal: a

reflecion on the experience of conducting the thesis, fimgusn ideas for future research,
boundaries and othareas of concern or interest throughdinis thesis highlights the need

for more research into the emotional experiences of palliative andfdifiel care volunteers

and indicates value in implementing formal support for volunteers.
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What are the emotional experiences of being a volunteer in palliative and evad-life

care settings? A systematic review and thematic synthesis.

Abstract

Background: Previous research h&scused on paid staff within palliative care, however
volunteers in patierfacing roles are exposed to similar stressors. Volunteers increasingly
provide emotional support to patients and families but rexiitle formal support for

t hemsel ves. It is important to understand
identify strategies that could be implemented to support them effectively.

Aim: To synthesise qualitative data on the emotional expeggeaf being a volunteer in
palliative and enef-life caresettings, including how people cope with this role and how

they can be best supported.

Design: A thematic synthesis design was selectedteaative threestage synthesis

including lineby-line coding, organising this into descriptive themes and then developing
analytical themes.

Data sourcesFour databases (Psycinfo, CINAHL, MEDLINE and EMBASE) were

searched in November 2019. The Critical Appraisal Skills Programme was used to evaluate
the incuded papers.

Results:From the 22 studies, the results indicate four themes across the studies: (1) intrinsic
challenges; (2) extrinsic challenges; (3) personal gain; and (4) developing relationships.
Challenges included personal feelings related to th&rfor example uncertainty, not being
6good enoughdé and feeling drained as well
Conclusions:Volunteers face unigue challendag also positive impacts that can affect

their emotional welbeing.It is important to monitor how volunteers are coping and provide

appropriate support.

as



Keywords: qualitative researglinospices, hospice care, terminal ¢caialiative care,

volunteers



Key statement

What is already known about the topic?

1 Research has focused on the emotional experiences of paid staff in palliative care but
has not explored the emotional experience of volunteers.

1 Volunteers provide emotional support to patients but receive littlealasapport
themselves.

What this paper adds

1 An insight into the positive and negative emotional experience of palliative care
volunteers in relation to their role. For example, the impact of intrinsic and extrinsic
challenges, personal gains and the dgwelent of relationships.

1 An understanding of the unique intrinsic and extrinsic challenges faced by volunteers
in palliative care in relation to emotional wélkking, such as feelings on uncertainty,
not being 6édgood enough aswithfthe pdlliatvegaredr ai ned
system.

Implications for practice, theory or policy

1 Itis important to monitor how volunteers are managing within their role and provide
appropriate support.

1 It highlights the need for future research to focustiba:specifiampacts of the role
on vol unt eer sénganchexploreowhat Volumeers would find useful to

support them in their role.



Introduction

Palliative care volunteers are individuals wgiee their time to support the running efd

of-life carein a variety of settings including hospices, hospitals and in the commuihgy
often offer support in administration, fundraising and in pafi@cing role¢l). Palliative

care volunteers are needed worldwide due to the number of people requiroigliéadare

in a variety of settingsslobally, deths due to noncommunicable diseases are currently
predicted to increaséor example annual deaths due to cardiovascular diseases are estimated
to rise from 17.5 million in 2012 to 22.2 million in 2030, whilst annual mortality due to
cancer is likely to ge from 8.2 million to 12.6 millio2). This has implications for

healthcare providers, including hospices, as many deaths are preceded by a period of
progressive decline and chronic ilin€gsand these individualsould benefit from enaf-life
care during their period of illneQy. The rise in the ageing population and the need for
palliative care indicates that volunteers will continue to be integral in supporting patients at
the end of lifeas they offer a different and complementary service to that of paidrtaff
exanple, they are able to spend more time with patients, focusing on psychosocial needs.
There are over 12800 volunteers in hospices throughout the(B)Kvith onepoint-five
volunteers to every paid member of staff(igweverthereareinsufficient data on the

number of volunteers ieachrole, for example administrative, fundraising, inpatient and day
therapy unit voluntee(§). The value of their involvement is projected to be over £200
million annually5). They are estimated teduceUK hospice costs by 23% indicating a
financial benefit for hospices to recruit and retain volun{@grgor effective retainment of
volunteersand to promote a positive volunteering environment, emotionalbeallg needs

to be considered to ensure they are corardthave effective resources to manage within

their role.



The emotional impact of working in palliative care settings for paid staff includes risk of

burnout, stress and an impact on general emotigekitbeing8). Although volunteers are

exposed to similar stressors within palliative care, literature reviews have not focused on
volunteersd emoti on al fsuppostihat coslcebe implemerdedtos i der a
assist in coping with their role. Recent literature reviews have focused on the contribution of

vol unt e er s 6-ofdife cang9), persenalitydrait@ 0), dtressord 1), understanding

the role of volunteers and exploring the distinction between paid staff and vol(h)etbies

benefit of volunteers on patients and their famli@gda nd exami ni ng voluntee
experiences of being in inpatient hospital set{{h@y However, to the auth® knowledge,

there have been no literature reviews focusing exclusively on the emotional experience of

being a palliative care volunteer. Research on palliative care volunteers that focused on other
areas menticedt h e v o lematidnad expesedces. This led to an interest in exploring
further and synthesising research including

experiences in relation to their role.

Although palliative care volunteers are prgse a number of different settingbe current
review focuses on those who have actively chosen to volunteer within palliative aoft end
life settings such as hospices (both inpatient and in the community) or hospital wards
dedicated to such care intat-facing roles. This population has been found to volunteer for
a number of reasons including personal gain, altruism, civic responsibility and(lefgure

The volunteer role has developed over the years with more volunteers in-fatiegtroles
leading to an increase ospice interest in developing these sdigrthe(9). Volunteers are
increasingly providing emotional care to patients and famivél 86% of hospices

reporting that volunteers provide emotional darapatient setting§15). Volunteers

providing emotional care is al®@mmon within community setting&ith 68% of hospices



surveyedeporting thawolunteersareinvolved in counsellinl5). Irrespective of whether
individuals were volunteering their professional skills, counsetiangbe aremotionally
demanding role anavithout appropriate support and supemsicould negatively impact
volunteers. Volunteers may also be with patients and families at the end of life, supporting

them in a challenging time.

Conducting a qualitative literature reviamd thematic synthesi®uld provide a rich and
moreindeptunder st anding on hospice volunteersoé e
and more understanding of their beliefs and attitudes in relation to their role. The findings

could have an impact on future research and interventions for hospice volumetésrsng

their importance in the running of hospices. The findings of this review could also be useful

for clinical psychologists working within hospices and highlight areas of development that

could support hospice volunteers. The current input of @limisychologists supporting

volunteers is minimal, although they are becoming increasingly involved in supporting paid

staff within hospice settirgghrough the development of reflective practice groups and

supervision. This indicates that clinical psyadwsts would be well placed to consider

implementation of support or supervision for volunteers.

Methods

Aims

This review aing to synthesise the current qualitative datgpaltiative carer o | unt eer s 6
emotional experiences of their role and how theyamgarthis. Therefore, the reviegekgo

answer the following research questionWh at ar e t he emoti onal e X pe

volunteers in relation to their-r role and how



Design

A thematic synthesis desi@ll6) was selected. This approach emulates thematic analysis
within empirical research and includefa both
particular experience. Themasignthesis is an iterative thrgtage synthesis including line

by-line coding, organising this into descriptive themes and then developing analytical themes.
The researcher adopted a critical realist position, ogitddly realist and epistemologically
relativis{17). This indicates that the data obtained does not lead to direct access of reality,

but that i ndivi dual scbthepundecstangihgiobrealty(l@dnd bel i ef

Search strategy

The research tool SPIDESample, Phenomenon of Interest, Design, Evaluation, Research
type)(18) was used to identify key parts of the research question and assisted in structuring
the search strategy (seble 1}. Other tools, such as PICO (Population/problem,
Intervention/exposure, Comparison and Outcdi®)are more suited to quantitative

reviews. The SPIDER tool was developed to assist with qualitative and mixeddmetho

researcfil8) andwas deemed most appropriate to use for the curesrew.

1 Although standard DCIlinPsy theses argtructedio insert tables at the end of the paper, in a@rarewith
advice from my supervisor and the journal guidelines, tables have been embedded withinThéstests also
agreed with the DClinPsy Research Director.



Table 1. O(BPI| DER6 t ool

SPIDER Terms Search Concepts

Si Sample Volunteers

P17 Phenomenon of Interest Hospices / endf-life care

D i Design Quialitative research methodology

E i Evaluation Evaluating the experiences of the impact

volunteer so6 rwellbers c

R Research Type Qualitative Research

Inclusion and exclusion criteria

See table 2 for inclusion and exclusion criteria.



Table2. Inclusion andexclusioncriteria
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Inclusion criteria

Exclusion criteria

- Peer reviewpublications

= Published in English (due to lack of time -

and resources for translation)

- No date restrictions

- Reports primary research

Participants

- Palliative / enebf-life volunteers in adult
settings

« Should have experience of volunteering
palliative / end-of-life care

Focus

= Palliative care (synonyms: ead-life
care, enebf-life care, hospice care,
supportive care, terminal care)

= May include volunteers working with
adult patients with any terminal diagnosi
(not limited to cancer)

= Any settings (e.g. epital, hospice,
community)

Data

-Data about the vol
experience ointeracting with patients
whilst doing their role including direct
reference to primary and secondary
emotions, reference to cognitive apprais
and meaningnaking of emotns and
emotional experiences and how emaotior
are managed

- Data about the palliative care volunteer
can be extracted separately from data
relating to other groups such as cliniciar
and patients

- Not primary research

Publication refers to mixed adult and

paediatric patient populations, where da

related to volunteers working in adult

services cannot be extracted separately

» Research about those who volunteer th
time to enact a role for which they are
professionally qualified (e.g.
complimentary therapis, qualified
counsellors).

- Data focused on the recruitment and
training of volunteers

-Data focused
interaction with paid staff

on th

Data sources

AMEDLI NEo, AEMBASEO, ACI NAHLO and fAPsycl NFOO

in Novenber 2019. These databases were thought to be the most suitable for the research
topic and most likely to identify relevant papers. A psychology subject librarian was
consulted and agreed the final search strategy. There were no date restrictionsséftdnd

of references from the selected studies was also conducted.
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Electronic search strategy

Seetable3 for the fulktext search and database subject terms. Papers were exported onto a
bibliography manager, Endnote (Version X9), and 1029 duplicates were removed. The titles
and abstracts of the remaining papers were read and, if unsure of the suitabiigpef.ahe

full text wasread. A quarter of the papers were checked by the research supgervisor

confirm that papers met the inclusion criteria
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Table 3.Free search terms and database subject terms.

SPIDER Terms

Free Search Terms Database Subject Terms

ST Sample

Volunteer* OR( (voluntary N3 (work* or PsycINFO: DE volunteers

care* or service* or support* or involvement CINAHL: MH fAvol unteer w
health* or hospice* opalliative or help* or Avol unteer experienc
counsel* or staff or personnel or providerroragenci es 0

group* or organi#ation* or association* or ~ MEDLINE : MH "Volunteers" OR MH
agenc* or communit* or network* or sector* « "Hospital Volunteers", MH "Voluntary Health
program®)) ) provider* or group* or Agencies"

organi#ation* or association* or agenc*or EMBASE:fihospi it at 0 ajuME §

communit* or netwdk* or sector* or

program®)) )



P17 Phenomenon of Interest
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Palliative OR (Terminal* N3 (care or patient) PsycINFO: DE hospice, DE terminal cancer,

OR terminal* or endstage or "end stage" or DE terminally ill patients, DE palliative care

"advanced stage" or "late stage” or "last stac CINAHL : MHI ihpal ve car e
or "final stage") N3 (ill* or disease* or car e, MH fihospice ca
cancer*) ) OR AB ( (terminal* orendstageor pal | i ati ve nur singbo,
"end stage" or "advanced stage™'late stage" igri ef 6, MH fAhospice
or "last stage" or "final stage") N3 (ill* or MEDLINE : MH fApalliatiwv
disease* or cancer*) ) OR dying ORendofliit er mi nal careo, MH

OR hospice OR bereavement OR bereaved A hos pi ces 0, MH fAbere

EMBASE:iber eavement <co
[ MESH] OR fhospice n
Ahospice careo [ MESH
[ MESH] OR dAter minall
OR rfipalliative nursi

Apalliative therpayo



DERT Design,Evaluation, Research Type
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"gualitative” OR "interview" OR "qualitative = PsycINFO: DE "Qualitative Methods" OR DE
interview*" OR "perception*" OR "satisf*" OF "Focus Group" OR DE "Grounded Theory" C
"value*" OR "perceive*" OR "perspective*" DE "Interpretative Phenomenological
OR "view*" OR "experience" or "opinion*"  Analysis" OR DE "Narrative Analysis" OR D
OR "belie* OR "attitude*" OR "feel*" OR "SemiStructured InterviewOR DE "Thematic
"know*" OR "understand*OR fi g u a | i Analysis") AND (DE "Interviews" OR DE
anal ysiso OR fAqual it "Focus Group Interview" OR DE "Intake
Interview" OR DE "Interview Schedules” OR
DE "Job Applicant Interviews" OR DE
"Psychodiagnostic Interview" OR DE "Semi
Structured Interview" OR DE "Data
Collection"OR DE "Focus Group Interview"
OR DE "Interview Schedules" OR DE "Semi
Structured Interview" OR DE "Interviewing"))

OR (DE "Phenomenology")
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CINAHL : (MH "qualitative studies") OR (MH

"focus groups™) OR (MH "content analysis")

OR (MH "constant comparative ith@d") OR

(MH "thematic analysis") OR (MH "grounded

theory”) OR (MH "ethnographic research”) O

(MH "phenomenological research”) OR (MH

"semantic analysis")

MEDLINE : MH "Qualitative Research+"

EMBASE:fiperception$o[ M

~

n

o

sati sf

r ival

N

r psy

perspe

-1}

r per
exper:i

eed/ o]

action/ o0 [ MES
ue$o [ MESH],
chol ogical as
ctive$o[ MESH]
sonal experie
ence$o[hMddEeSH] ,

MESH], or #dAne
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2

human needs/ 0[] MESH]

or fimedi cal ethics/ o

N

opinion$o[ MESH] , 0
Aheal th belief/ o] MES
fattitude$o[ MESH] ,

ifeel $0] MEB$HO , oo r il ik
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Critical appraisal

Initially, Thomas & Har de n {16)was condideredpwevea gratingasystena |
was unclear from their papersth@ Critical Appraisal Skills Programme (CA$E)) was
selected to assess strengths and weakneb#es studies. This has also been used in other
papers which foll owed Thoni3he&ASRaovetlsé¢en6s met h
areas and the initial two questiadentify papers which are unsuitableheremainirg

guestions cover design, sampling, data collection, the relationship between thpardrtici

and researcher, ethical issuegtadanalysis, findings and value of the research which
generates an overall score. The rating system was agbirgesystem with strong evidence
being given three points; moderate evidence being given two pointa/eakdevidence

being given one point. The scores ranged from 12 to 22 (see table 4). One quarter of the
papers were evaluated by the research supetaismsess congruence with the appraisal of
included paperslhe ratings of papers corresponded betwegiewers whictenabled a final
rating to be agreed. It waecided that papers would not be excluded based on their reported
quality as this could exclude relevant papers based on theingpmirthe research rather than
the research its€l1). Quality appraisal is a contested area in qualitative synthesis as
structured approaches to quality egagpal do not necessarily achieve more agreement
between reviewe(22). It was still deemed important to conduct a quality apprasahis

meant more weight could be given to findings from higher quality research.
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Table4. Critical Appraisal Skills Programme

Study Authors Research Recruitment Data Relationship Ethical Data Findings Value of Total
Design Strategy Collection with the Issues Analysis Research Score
researcher

S1 Akintola 2 2 3 1 1 2 3 3 17

S2 Andersson 3 3 3 1 3 3 3 3 22
& Ohlén

S3 Azueroet 3 3 3 1 1 3 3 3 20
al.

S4 Beasley et 2 3 2 2 2 3 3 3 20
al.

S5 Berry & 2 3 3 1 2 2 2 3 18
Planalp

S6 Brown(28) 2 3 3 1 2 2 3 3 19

S7 Brown(24) 2 3 3 1 2 2 3 3 19

S8 Claxtor 2 3 3 1 1 1 2 2 15
Oldfield &
Claxton

Oldfield



S9

S10

S11

S12

S13

S14

S15

S16

Claxton
Oldfield &
Claxton
Oldfield

Claxton
Oldfield,
McCaffrey
Noviss &
Claxton
Oldfield

Dean &
Willis

Dein &
Abbas

Delaloye et
al.

Elliott &
Umeh

Foster
Guirguis

Younger &
Grafanaki

N

12

12

16

19

19

21

15

21

1-19



S17

S18

S19

S20

S21

S22

Planalp,
Trost &
Berry

Soéderhamn,

Flateland,
Fensli &
Skaar

Supiano,
Cloyes &
Berry

White &
Gilstrap

Weeks &
MacQuarrie

Wee,
Coleman
Hillier &
Holgate

2

3

3

2

3

3

14

21

19

20

20

17

1-20
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Data extraction

Data wereextracted andnputted into assummarytable which included author, year, country,
research questioaim, sample, design, data collection method(s) and findtabkeb).

Where a study had data from volunteers and paid staff, only data related to voluateers w
extractedNVivo, the data angkis computer software, was used to assist in data extraction

and analysis.



Table 5.Summary information of the selected papers
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Author, year, country

Research question/aim

Design and

data collection

Participants

Findings

Akintola (2010)

South Africa

To explore the perceptio
of rewards among
volunteers working in

homebased care setting

Qualitative

interviews

Sample: n=55
Genderfemalen=53
malen=2

Age: 1955

Setting: community

Participants described intrinsic and extrinsi
rewards. Extrinsic rewards included
appreciation and recognition from patients

and others within the community.

Andersson & Ohlén
(2005)

Sweden

To understand what it
means to be a hospice
volunteer in a country
without a tradition of
hospice or palliative

volunteer care services.

Phenomenology
narrative

interviews

Sample: n=10
Genderfemale n=9
malen=1

Age: 3670

Setting: hospice

Volunteers needed to be affirmed as a carit
person. Positive encounters with a hospice

closely related to personal growth.
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Azuero, Harris, Allen,

Williams, Kvale, &
Ritchie (2014)

United Kingdom

To explore the
experience of voluntes
on teamsinitially a
grassroots movement in
response to stigmatised
and socially isolated

people with HIV/AIDS

Qualitative
semkstructured

interviews

Sample: n=12

Age: 4062

Sex:female n=9male

n=3

Setting: unknown

Volunteers discussed balanastlween
positive life meaning gained from
volunteering, lessons learned and negative

aspects of a volunteer team approach.

Beasley, Brooker,
Warren, Fletcher,
Boyle, Ventura, &
Burney (2015)

Australia

To investigate the lived
experience ofolunteers
involved in a biography

service

Qualitative
semistructured

interviews

Sample: n=10

Gender: femaler=9,

malen=1

Age: unknown
Setting: biography
service in private

palliative care

Volunteering gave participants a deeper
appreciation of exstential issues and helped
them to be more appreciative of their own

lives.
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Berry & Planalp (2009)

United States

To explore ethical issueg
hospice volunteers

confront in their work.

Qualitative

interviews

Sample: n=39
Age: average 64
Gender: 76%emale

Setting: hospice

Themes included dilemmas about gifts,
patient care and family concerns, issues ab
roles and boundaries and issues about suig

and hastening death.

Brown (2011a)(28)

United Kingdom

To examine the coping
techniques used by

hospice volunteers.

Phenomenologi
al,

abrief 1-page
guestionnaire
and a semi
structured
individual

interview

Sample: n=15
Age: 2780
Gender male n=4
female n=11

Setting: hospice

Volunteers used probleffiocused coping,
emotionfocused coping, meaninrgiaking

through appraisal and physical techniques.

Brown (2011b)(24)

United Kingdom

To explore the
interpretation of stress,

the appraisal of the

Phenomenologiq

al,

Sample: n=15

Age: 2780

Hospice volunteers did not perceive their

work as stressful but there were challengin
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stressors and the top
stressors experienced b}

hospice volunteers.

abrief 1-page
guestionnaire
and a semi
structured
individual

interview

Gender menn=4,
female n=11

Setting: hospice

experences such as hospipgated issues an

personal issues.

ClaxtonOldfield & To examine the impact ¢ Qualitative Sample: n=23 Most volunteers felt they were different now
ClaxtonOldfield hospice palliative care | in-depth Age: 2885 or had been changed in some way since
(2007) wor k on vol]|interviews Gender: 78%emale, volunteering. They also discussed doing a
Canada lives. 22% male number of things to prevent compassion
Setting: Hospital and | fatigue or burnout.
community based
ClaxtonOldfield & To explore what Quialitative Sample: n=41 Feeling appreciated gave them great
ClaxtonOldfield volunteers consider to b{ informal Gender: male=7, satisfaction. Boundary issues/ role

(2012)

the most and least

interview-style

femalesn=34

ambiguities were the least satisfying.
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Canada satisfying aspects of the| group Age: 3683
work and identify the discwssions Setting: community ang
reasons why volunteers hospitatbased
might decide to leave
ClaxtonOldfield, To explore how to Qualitative, Study 1: n=4, Study 1: Men agreeddirect approach is bes

McCaffrey, Noviss &

engage male volunteers

Study 1: Focus

Gender: male ns4dges

Hicks (2018) in hospice palliative carg groups ranged from 636
Canada Setting: hospice
community based
Dean & Willis (2017) | To explore the views of | Qualitative Focus group one: n=10 Volunteers perceived initial training as

United Kingdom

UK inpatient hospice
volunteers regarding
initial training for role

preparation.

focus groups

Gender: female n=10
age ranged fromid-

30s to 70s

Focus group two: n~

important to increase confidence and
suggested several areas whalditional

training would be useful.
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Genderfemalen=3,
malen=4
Age ranged from mid

30s to 80s

Setting: hospice

inpatient unit

Dein & Abbas (2005)

United Kingdom

To examine the stresses
associated with hospice
volunteering, ways of

coping and perception o

support.

Qualitative

focus groups

Focus group one: n=10

Gender: female=10

Focus grap two: n=7

Genderfemalen=5,

malen=2

Setting: hospice

Stressors included losing patients and deal

with disfigurement.
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Deloloye et al., (2015)

Switzerland

To describe the
experience of volunteers
trained in palliative care
in the context of a

primary care hospital.

Qualitative
semkstructured

guestionnaire

Sample: n=19

Age: 4073

Gender: female=16,
malen=3

Setting: hospital

Main difficulties were related to uncertainty

of the context.

Elliott & Umeh (2013) | To examine the Qualitative Sample: n=9 Motivation to volunteer, volunteering skills,
United Kingdom psychological interviews Age: 2182 psychological support and holistic care
experiences of volunteer Gender: female=5, positive perceptions of the hospice and
carers in a UK hospice malen=4 performance hinderances were important tq
Setting: hospice participants.
Foster (2002) To examine volunteer | Narrative Sample: n=9 Itis crucial for hospice volunteers to pay

United States

patient relationships and
communication at the

end of life.

ethnography
two individual

interviews and

Setting: hospice

close attention to the relational dimensions
communication with hospice patients and
families, but they tend to do so on an

instinctive level.
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small group

interviews

GuirguisYounger &
Grafanaki (2008)

Canada

To explore the rewards,
challenges and unique

commitments that define
the experience of a

palliative care volunteer.

Focus group
methodology

focus groups

Focus group 1:
n=7

Gender: male=2,
femalesn=5
Setting: acute care

hospitatbased

Focus group 2:

n=6
Genderfemalen=6
Setting: freestanding
communityfunded

hospice

Volunteers identified freedom of choiead
the ability to use their natural gifts as
important for satisfaction. They also felt
emotional resilience as important. They als
felt they needed to have a balanced

perspective.
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Focus group 3:
n=4

Gender: femalea=4

Setting: sheltebased

hospice
Planalp, Trost & Berry | To understand whaypes| Qualitative Sample: n=26 General categories of meaningful
(2011) of conversations interviews Setting: hospice conversations were where patients shared

United States

volunteers considered tq

be especially meaningfu

stories, talked about religion and life after
death, discussed their families, unfinished
business, loss of capacities and shared

common interests with volunteers.

Soderhamn, Flateland,
Fensli & Skaar (2017)

Norway

To describe a group of
trained and supported
volunt eer so

experiences as volurges

in palliative care within

Descriptive
phenomenologic
al approach

interviews

Sample: n=9
Genderfemalen=6,
malen=3

Age: mid-20si mid-

70s

Volunteers arang seriously ill or dying
people play an independent and important

role in the palliative care team.
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the community health

care services.

Setting: palliative care
within community

healthcare settings

Supiano, Cloyes & To investigate the Qualitative Sample: n=36 Volunteers could make sense of previous
Berry (2014) experiences of inmate | descriptive Gender: male=36 experiences with death to become respons
United States hospice volunteers with | inquiry, to the suffering of dying inmates. Volunteer
death to illuminate grief | interviews Setting: prison hospice| could sensenake death and articulated
processes growth and stamina in caregiving.
White & Gilstrap To understand Qualitative Sample: n=38 Role articulation inhibits volunteers from
(2017) communicative in-depth semi | Gender: femal@=25, | communicating the full scope and relevanc
United States challenges experienced | structured malen=13 of role experience
by home hospice interviews Age: 2186

volunteers when
attempting to articulate

their role to hospice

Setting: home hospice
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outsides and how they

manage this.
Weeks (2012) To better understand ho| Qualitative Sample: n=9 There were individually based and
Canada to recruit, retain and interviews Gender: male=9 organisationally based themes.
support male volunteers Setting: inpatient and
community
Wee (2008) Exploring the impact of | Qualitative Sample: n=41 Most participants expressed negative feelin
United Kingdom hearing the death rattle | interpretative Gender: female n=35, | about the death rattle. The death rattle can
on hospice staff and approach male n=6 have a negative impact on staff and

volunteers.

focus groups

Setting: inpatient

palliative care services

volunteers.




1 -33

Data analysis
The process of deriving themes was inductidee lead reviewer coded aadalysed papers

and subsequently discussed and agreed the findings with the second reviewer.

Stageone

Line-by-line codingofpar t i ci pant sd6 accounts and aut hor s
through NVivo by thdead reviewerAs new studies were introduced, new codes were

developed. Each sentence had at least one code although numerous codes could be used for a

sentence. Initil codes were discussed with the team.

Stagetwo

Codes that appeared to be related were grouped together into more descriptive themes by the
team. The original papers were consulted throughout to promote a close alignment with the
experiences of particgmts in the original studies. A more hierarchical structure was

introduced to codingand similarities and differences were considered. A tree structure was

developed to organise the themes.

Stagethree

This stage involved making links between the desiee themes from stage two to develop

more analytical themes that encompassed hosp
role. This stage moved away from the original findings of the primary studies to develop

more understanding and answer theeewvquestion.

Results
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Selected studies

3732 papers were identified (CINAHL = 588, MEDLINE = 852, PsycInfo = 437, EMBASE
= 1855) (see Figure 122 papers werencludedand were conducteatross a number of
countries: South Africa (n=1), Sweden (n=Ujited Kingdom (n=7), Australia (n=1), United
States (n=5), Canada (n=5), Switzerland (rexigNorway (n=1) All were published

between 2002 and 2018, sample sizes ranged from 4 to 55 and participants were aged
between 19 and 86. Studies took place in a variety of settings. Table 4 shewsthary
information of the selected studi@$he PRISMA flowchart (sedigure 1) highlights the

details of the search and screening process.



Initial search for potentially relevant papers: 3732 papers ,Add'tf‘).nal records
~— identified through other
(CINAHL = 588; Medline = 852; PsycINFO = 437; EMBASE = sources
c 1855)
S (n=0)
-
[ ]
S
=
Q
- l l
e/ §
— 2703 Records after 1029 duplicates removed | 2664 papers excluded due to not
| meeting the inclusion criteria.
o
=
<
(7]
e
[*] 39 full text copies of remaining
©w papers obtained
~—
A4
Full-text articles assessed for
eligibility and indusion and 1 > 17 papers excluded due to not
exclusion criteria applied. meeting the inclusion criteria.
>
-
= Only abstracts available n=5
2 Focused on training n=1
;°=° Focused on interaction with paid
w staff n=1
22 papers retained for inclusion in Cannot disaggregate data about
metasynthesis volunteers n=2
Data not about volunteers’
emotional experience n=5
Data not about interactions with
' oa— z
v patients n=2
Not primary research n=1
Search of reference list yielded 0
- additional papers
@
©
=
Q
£ v
Final number of papers included in
| S—

Figure 1. PRISMA Diagram

Derivation of themes

Four themes were developed: intrinsic challenges, extrinsic challgregesnal gain and
developing relationships. Table 6 shows the papers relevant to each theme. The themes have
more general rather emotional titles. This was appropriate based on éng pyewed not

primarily focusing on emotional experiences and this was reflected in their analysis.



1 -36

Table 6. Papers relevant to each theme

Theme Name of S1 S2 S3 S4 S5 S6 S7 S8 S9 S10 S11 S12 S13 S14 S15 S16 S17 S18 S19 S20 S21 S22

theme

1 Intrinsic X X X X X X X X X X X X X X X X X
challenges

2 Extrinsic X X X X X X X X X X X X X X X X X X X X
challenges

3  Personal x X X X X X X X x X X X X X X X X X X X
gain

4 Developing X X X X X X X X X X X X X X X X X X X

relationships




Theme one:Intrinsic challenges

This theme represents challenges that are related to the individual volunteer and how they felt
within their role rather than the wider system of the hospice or challenges perceived to be
caused by others. The impact of having conflicting feelings, uncertainty in the role, feelings

of not being 6good enougho a hawill bedisdussed.g dr ai n

Participants across the studies discussed conflicting feelings in their role for example what

they should be doing for patients based on their knowledge and training and how this could

differ to their instinctsOneparticipant discased conflicting feelings in relation to dispensing

medi cation which is something that would wusu
however they struggled with this due to seeing a patient in pain:

Al 6m not s upp o sredcation..ithvas, far me, a@\eny sncomiprtable

and difficult situation to be in, cause o0
human being suffer. On the other hand, it was made very clear to me that, you know,

A A

00t his is sometWipmg) you dondét do! 660

Participants described a sense of uncertainty within their role and feeling unprepared for what
they faced. Although some people felt more general training would be usefiligate this
uncertainty, others felt it was a role that an individual would settle into with time and that

increased training would not necessarily make a difference to feelings of uncertainty:

ATwo participants suggesotperde ptahraetd ifto rwda se vn

eventualityi some things simply had to be experienced and confidence came with



ti me: From my experience | dondt thinkéan

you for what (24p28eeded to doo

Whilst a volunteer is settling into the role, they need to be able to maoaggncertainty,
nevertheless it could still be useful to provide a supportive forum once volunteers have been

exposed to the realities of the role:

A6 6 We | | firsiwskaeted, not knowing what to expect was the stress. Not knowing
what | was walking in to or how to deal with it, or what to say, was always stressful at
the beginning. 6 Four of the participants

66f e R 0.190 6 6

Volunteers could feel uncomfortable and unsure about what to say to patients and this could

play on their mind

Al think about knowing the right thing to

person | 6m talking to, ¢26)(pi2s3 t his person

Volunteers worriecbout thegquality of supporthey provided to patients and whetiteey

were 0good enougho6 in their sofoncestainthasipi t e tr a

guestioning themselves:

Alssues that tilted this balance were related to internal struggle and a sense of
insecurity about the adequacy and sufficiency of their efforts, even with the receipt of

formal manualized training at the comneement of the volunteer wark27) ( p.29)



As part of vol watd rasagesseéeing maliertsnear to theend of liééoand
dying. Some described feelings of grief in response to the death of patients which is a huge
part of their role. If a volunteer continuously sfgled with this, it would greatly affect the

emotional impact of their role:

AThe grief experienced by hospice volunteers was occasionalinwineming. One
volunteer noted: ltés a part of you gone.
likeif ywyu cry too, itos weak. You know, men d
it makes no difference who see me cry. | feel for that person when they lea&d, but

did everything | could for him, and he know | was right tbg&8) (p.89

Experienang grief and exposure to people at the end of life caused some to feel drained by

volunteering due to intrinsic challenges and developing strong relationships with patients:

AONe participant said she often felt physically drained following a hospideanidi

would cope by going home and taking a e€&09) (p.401)

filt is very draining. The downfall with or@one home situations is that you get too

attached(Vincent). You do develop a very close deep relationship with the patient and

then there is real grief when the patient passes awayd.86) (p.347)

Coping with intrinsic challenges
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Intrinsic challenges were discussed as an inherent part of the role and volunteers touched

upon how they managed these experiences.

ATaking time off from volunteering was a strategy mentioned by three volunteers
(14%) (e.g., Al s nthspeparsk | féltd meedad timota pl e o f

r egr ooysp)(pe§l

Some felt that these challenges decreased over time, some would temporarily cease
volunteering and others would use different coping styles such as pridysignportant that

the palliative care setting supports the volunteer in ttagimg styles.

Theme two: Extrinsic challenges

This theme represents challenges faced by volunteers related to external factors such as
resources, what the volunteers see and frustrationspifiative care settings. Many
participants described situations that had made them feel uncomfpitalgeample patients

and families having differing expectations of the volunteer role:

AOther care team members struggled with discordance betweintiderstanding
of their purpose and the care recipient

volunt eed.(d73(p.289t i ves

Others commented on frustrations with the way the palliative care setting was run, for

example not having enough information about patientsaatelay in eceivingreferrals:

o
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AWe used to know more about the patients,

aquestionofneetb-k now, and we dondt al wafB?d know w

(p-381

001 got a referrhé nexdB)ptbadly 6and she died

Some volunteers discusstegtlinguncomfortableand helpless whefamily memberdad

conversation# front of patiens that could be distressing for the patients:

fié they were fighting, and | could hear them fine, so | knew she (the patient) could
hear them fine and that was, that was very upsetting for me. | was sick to my stomach

because | had to do something, | méaras just sitting there, and | was kind of

hel pl(28)@d49).

Others spoke more abdelings offrustration or disappointment at being pushed away by

patients:
Al went in there and she started to speak
communicateé ..so you walk out t@d)nking 6
(p.28])

Participants in the studies discuddeeling shocked when they saw some patients and how
this could negatively affect theas a volunteetfSome felt that they had not been prepared
enough by the hospice for what they might see in their role and others identified preparation

in this area asery important, indicating the need for more training in this area:



AWhen | went to visit her there, not having seen her for $ioneel was ever so
shocked at how she looked. She was unconscious, but her husband was there and |
had to pretend that thiwasn't bothering me too much. When | came out, | was

absolutely shaking from head to fod84) (p.60

Other extrinsic challenges discussed by participaeteseeing patients suffering. This
seemed to really affect some participaantsl strong emotive language wasdige

communicate this

Al am traumati sed havi (3)(pHeen how my pat.i
AVol unteers in 2 programs said that the t
work i s seeing patients suffering (e.g.,

somethindgerribleéy ou wonder where thes€33)pb2dpl e get

Coping with extrinsic challenges

Participants discussed how theyanaged extrinsic challenges related to their role. There
appeared to be a variety of coping mechanisms including talking with volunteer coordinators
and other volunteers, leaving the challenging situation, religion and taking time off from

volunteering:

AThat 1 s my main coping skil!/@ i(20) to talk

(p-399



ATwo volunteers said that they prayed or

(31)p.26])

Although they identified a numbef challenges and stressors within their roles and could
discuss how they had managed this, volunteers did not seem to want to categorise these as

negative experiences:

ATheir voluntary work could be difficult
situations, suclasseeing a person suffer or watching a young person die. It was

painful to experience the reactions that the terminally ill persons and/or their

relatives could exhibit at the end of life. However, none of the volunteers

characterizedsuchexer i ences (3@)¢p.Onegati veo

It is unclear from the data provided why some volunteers did not categorise sdmie of t
experiences as negative. It may be that they also experienced a number of positive aspects to

volunteeringwhich could have overshadowed the negatigpects of the experience

Theme three:Personal gain

This theme focuses on the positmgtcomes of volunteering and what this st
participantsdé |ives. Most participants discu
example feeling useful and appreciated by patients, feeling inspired and revgaroheg

back to others, learning fropatientsand segrowth. These gains seemed to be motivating

factors for continuing to volunteer as well as making the challemgesmanageable

Feeling useful to and appreciated by patients and families seemed to be very important to
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participants acres the studieand was evidencetirough receiving positive feedback, the

reactions of patients and patients sharing personal information with them:

Aéthey felt joy and satisfaction after pe

positive responses fromat i ent s, rel a@Bi)®609 and personn

AVol unteers articulated to others the val
underscoring the immediate and discernible results of gexwvice as evidenced by
Afsee[ing] the |l ook on their [patdentsdo] f
satisfaction was indelibly linked to their ability to discern impact and appreciation in

reakt i n{@d(p.579H

Many spoke of finding their role rewarditigusmaking their role a positive experience and

bringing them satisfaction:

A e biggest reward is in the heértve get as much, or more, out of helping them as

they get 39)(MPA5® us . . 0

AThe v oélexpressedgpersonal satisfaction and reported that volunteering with

the service had giventhensae ns e of pur pose andd4O0had been

(p.1423

As patrticipants felt appreciated, useful and rewarded, it makes sense that this brought

enjoyment to their time volunteering in palliative care:
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ARSome participants mentioned psychol ogica
helping othersinneedorfromai ni ng a di fferent perspect

know it sounds very prudish, bu32) | do enj

(p.379

AThey took great satisfaction from their
rewarding, and geful. These results are consistent with the literature on volunteering

i n hospice andl)(p@Bhl i ative careo.

They also spoke about learning from patients and how this could also help to build

relationships:

il think she sees me as a friend, al so so

because she has these littlepearlh e dr ops @8)@Ea5)i onal | yo.

AFive volunteers noted how much they had

exper i(4fpcAeds o

Overall, it seemed that participants experiencedgrelivth and general personal

development through their role as a volunteer:

AMany of the volunteers indicated that vo

growth and personal emotional and psychotogi| d e v 35)p5me nt o .
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AAt every encounter, I have the feeling o

al ways fascinatindd)(psb63dd never the sameo.

Some spoke of gaining more perspective on their own lives and becoming more grateful for

what they had:

AOne participant explained that she would

shef ound hersel f | 2948t r essful situationo

Others felt their role had enabled them to become stronger in themselves and cope with more,

indicating that they wdd get betteand more comfortable wittheir roleovertime:

AEmoti onal resilience was the product of

as well as exposure to deatdB)@Pd9d dying in

Many discussed how they had been changed as a persagtholunteering:

ANearly all of the volunteers acknowl edge

changed in some way as a r@Hma63 of their
Being changedould be linked to the challenges fadsdvolunteerdut also the personal
gains and selflevelopment that enes with the role such as feeling useful, learning from

patients and feeling inspired.

Theme four: Developing relationships
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Relationships with patients and families were important to participants across the studies and

this was discussed in relation twrming close relationships, having appropriate boundaries,

understanding the patientodés experience and h

with patients. Although volunteers were

offered holisic care through spending time wiplatientswhich can support deep connection:

AVol unteers come to care deeply about

not

pat

without being able tB@PEnly make suggest

This could be challenging if volunteers felt as though they had good ideas for things that
coul d enhanc ebeimy. Itseeinad ¢hat Clasar relateriships would form if the

patient and volunteer were alike ordheimilar values:

AWe instantly connected because we | e
human | evel éWe connect as two womenésS

desires and aspirations t h#&6)(pl250have.

Some held clarity about their role in thelunteerpatientrelationship and were aware that

this would soon end as they were working in palliative care and the patient would die:

AThere was certainly an agreement that volunteers valued the closeness with dying
patients and cherished the experience. This closemgseared less like an emotional
attachment and more like accompanying another on a journey at the end of which
parting was inevitable. Volunteers un

investment was a unique one. This delicate balance okctions and distance was

ft o
o, S

We 6 r

der s
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well understood...they acknowledged that the ability to maintain this balance was an

essential quality in a volunte&{43) (p.22

This enabled the volunteers to protect themselves emotionally from an overwhelming sense
of grief when their patient died. However, other volunteers took a differettioposnd felt

the connections made would inevitably lead to grief:

AYou do develop a very close deep relatio

grief when the [(B8ap84dnt passes awayo.

Although it seems that voluntedradd i f f er i ng vi ews on their rol
and the level to which they shouddcomeemotionally involved, artber participant

described their views as somewhere in the middle:

Al 6m happy and | 6m sad. Because | know th
the patient Iis on to a better | ife, a bet
partofmeand he connection that weo2¥p8&hade, to

Due to strong relationships forming, some questioned whether they had become too attached

to their patientaind that others had also commented on this

AKar en ¢ ons e glwhetterdsle hadbecsnte too attached to the patients
and their families: Al suppose you do get

my husband worries about it. Hel0)worri es a

(p-1422



Sometimes this awareness could lead to the development of stronger boundaries with
patients, whether thanheant beingomewhaemotionallyremoved or spending less time with
them. This is important as the role of a volunteer is not always clear to patients with regards

to expectations of what théghouldgive:

Al ssues mi g hstbeing asked ®© stay fomgngeehowrs as one might ask of

a friend but n@3)(p4) a professional o

Some participants deliberately put up internal barriers as a way of managemational

burden of losing a patient:

Al dondét allow her to climb completely in
i nto hers. Thereds a certain boundary tha

know that she (86)((R59ddi e eventuall yo

Close relationships that form between volunteers and patients, can spark a curiosity within

volunteers about the patientsé health condit

information:
AAl'l the time those questions are thereél
may be someone you see a |l ot, others you

since somehow we have got to kndw that we

peop(H(0.603
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A friend or professionakould often knowwhat is wrong with someonbpwevervolunteers
appear to be in a limbo and do not receive much informatioch can be challenging his
could be a barrier in developing a close relationship and also requires an understeatding
patients will share this information if they wisBoundaries are important to consider due to

mai ntaining the role of o6volunteero6 rather t

Discussion

Main findings

This systematic reviedocused on the emotional experiences of being a palliative care

volunteer andhas identified a number @itrinsic challenges such as how the volunteer felt

within their role including feelings of uncertainty not being 6good enough
drained. Extrinsic challenges were also recognised, including challenges related to external
factors such as resources, what the volunteer sees within their role and frustrations with the
setting. More positive emotiahexperiences were also highlightaech aghe process of

developing relationships with patients and farsiaed the personal gains of volunteering.
Personal gains include what volunteering add
initiated by the role (for example, feelings useful, appreciated and inspired) and general self
growth.It is clear that the role of a volunteer is different to thfgiaid staff Although

challenges facelly volunteerssometime®verlap with paid stafthey havaunique traits that

need to be considered.

What this study adds
Volunteers experienced a number of intrinsic and extrinsic challenges related to #seir rol
thus impacting on their emotional experience of the role. This is concurrent with a review

focusing on challenges in volunteering in patifaing roles within palliative care; it was
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foundthat stressors can include limited emotional supfgxtrinsic), theneed for more

training(extrinsicy, deal i ng wi t h(exrihse) dpaiing with death and dyiagmi | y

(intrinsic) and not being able to do more for patients linking to one of the intrinsic challenges
of not f eel i(9.dhegeeoderlapsiothegapérs included in the current
review. Intrinsic challenges faced by volunteers included feeling drained due to death
exposure and other experienceshwi the hospiceResearchn other complex settings

outside of palliative carkasalso founahis, with the emotional burden being highlighted and

a suggestion that appropriate boundariesscguporta volunteer with not getting too

involved with a patiet living with dementig4). This was also discussed in the current

review with regards to the development of good relationshighsthe implementation of

boundaries to protect both the palengesnt 6s

included not feeling 6good enoughdé or that

Similar challenges are also highlighted in the befriending literature where volunteers felt a
sense of guilt or anxiety that they were not doing en@lhThey also reported not always

knowing what to say to patients which could result in them feeling uncomfdatable

exp

t

Coping with intrinsic and extrinsicchatieges wi t hin the volunteerso

is an individual 6s attempt to m@e.ahge or redu

volunteers had a number of different coping strategies to draw upon including talking with
volunteer coordinators, leaving the situation tfaynd challenging, religion and taking time
away from volunteering. These findings are supported in other reviews which present coping
strategies as either probldocused, emotioflocused or meaningiaking through

appraisd9). The development of coping strategies through the palliative care volunteer role
can impact the volunteerdés wider | ife as

managing their experiences.

t

h e



Increased training for palliative care volunteers has been widely discussed throughout the
literaturd47)(9). Thissupports the findings in the current review which indicates that more
training on ethical i ssues, death and prepar
and feelings that might arise could be useful for volunteers. Other reviews have indicated the
importance of organisational support in helping people to manage challenges from their
workplacg48). Volunteers require a good level of sedfre to manage their r¢49) therefore
training could also be implemented to support volunteers to develop and maintaarself
strategies. Previous research indicates that it is rare iatpal care volunteers to

experience burnout or compassion fatigue related to their role, in comparison to paid
staff(50). However, there has been little research on compassion satisfaction which is defined
as the fulfilment individuals feel when caring for otl{edg and is a factor that could offset

the risks of burno(s2).

The current review indicatesat) although there are a number of challenges for palliative

care volunteers, the positive aspects of their role can outweigh the negagirad! the role
contributes positi vel-peing. Resiltenck in patliative healthcammot i o
professionals has been discussed with some indicating that it is where healthcare

professionals overcome difficultig3) whilst others indicate it is more about adapting to

these challenging situatiof@g!). Volunteerssimilarly to paid staff, manage exposure to

death and dyingsawell asboundary ethical issues regularly within their raterefore

resilience is a key factor that can help voluntéemmanage their experiers(gs). It is

important that volunteers are given the time and space to reflect on their experiences to

reduce the likelihood of them coping through emoticiethchmenta less adaptive way of

coping. Thishas been shown in palliative care nurses who did not have time to ogflect
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their experiencé86). This could supporiolunteerdn fostering resilience. Other strategies
that have been shown te lnseful for informal caregivers in promoting resilience and
effective coping includedeveloping active coping skills, focusing on positive aspects of
caring for others and encouraging the development of personal meaning from their
experienced7). These findings could be useful to considéew setting up further support

for volunteers.

Positive aspects of volunteering were also reflected in the wider literature. Personal gain can
be viewed as a motivation for continuing to volunteer as this indicates that the volunteers also
benefit from gving time to patients as they feel a senseafnectiorto those that they are
spending time with. A number of different motivations have been highlighted throughout the
literature and, in support of the current review, appear to be similar acrossesantt

setting$9). Research into volunteering in mental health settings also supports the current
findings of volunteers experiencing personal gain from their foteexample, feeling useful,
learning from patients and s&jfowth(58). This is also indicative of feelings of competence
within their role. Similarly, peer support volunteers people with limb loss also

experienced positive benefits of volunteering such as feeling a sense of pride, purpose and
usefulnesb9). These positive aspects of volunteering can be seen as representative of
intrinsic motivation from the selfletermination theor{SDT) where the individual is

inherently interested in their role and enjoys it; competence and relatedness have been
highlighted above and volunteers also have a sense of autonomy as they are choosing to
engage in their role and have freedom over their behd@@uihese findings also

contribute to the indication that volunteesgperience compassion satisfac{kil). This level

of personal satisfaction can contribute to reduced stress in the workplace, being a protective

factor against stress and burrn(6as).



A key finding from this review was the importance for volunteé¢meweloping a good

relationship with patient8uilding close relationsps, considering boundaries and

understanding the patient experience with flexibility and curiosity has also been found in

other reviews. The social nature of the role has previously been discussed with the role being
characterised in social terms ratharttihe tasks they do and this has been found across
different palliative care settinffs). This is also supported within the befriending literature

where a core element of volunteers as befrienders for those with cancer, depression and other
mental health difficulties was developing social relationgb@s Other research supports

the findings of strong relationships forming between the volunteer and patsoalassed as

a personal ga{®8). It has been ideified that volunteers struggle if a strong connection has

not been made with a patient which highlights the importance of this develdgB)ent

Thebefending | iterature separates types of bef
and a 6professional o style of befriending wh
boundarie3). Volunteers in the current review appeared to choose where they naturally fell

on that continuum and, whilst close relationships developed between volunteers and patients,
some volunteers highlighted situat®owhere boundaries needed to be implemehted. a

volunteer implemented boundarieas personal to the volunteer liiuvasrecognsedthat a

lack of boundaries could result in a bigger emotional impact when the patienthigd.
indicates that there ahighere mot i on al ri sks of oO0true friends

oOprofessional &6 befri endicamntfindngséB).i onshi p whi c

The findings of the current review support the-gigmands resources () mode(64) as

psychological processes influence the development of job strdimativation. However,
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this model does not specify how demands and resources interact(§Sdicates that
demand lead to burnout if the individual has low resources. This highlights the importance
of individuals developing a range of resources to support them. It describes autonomous
motivation, including intrinsic and extrinsic motivations and controlled motingi®).
Autonomous motivation describes feelings of choice, interest and value, either doing
something because itiisteresting (intrinsic motivation) or because it leads to a consequence
(extrinsic motivation(67). The current review highlights personal gain in the selected papers
which encompasses both intrinsic and extrinsic motivation as thespdgxrribed volunteers
feeling useful, appreciated, inspired and rewarded (intrinsic) but also eddkien with

learning from patients and sejfowth (extrinsic). Controlled motivation, where an individual
does something in order to get a reward oicgapanishmer(68), was not highlighted in the
currentreview. This is positive as individuals are usually more engaged and have greater

levels of emotional welbeing when they are autonomously motivés&

The SDT also encompasses the three basic human psychological needs from the cognitive
evaluation theory: competence, rethtess and autonorf¥0). The current review highlights

these basic needs. For example, some of the intrinsic challengeshtgghigrenot always
feeling 6good enoughé6. This is linked to the
may find it challenging to feel this way. Relatedness is also present through the development

of relationships between volunteers, patientsfandlies. This gives them the chance to both

care for others and have others care ahndtvalughem. It seems that this psychological

need is largely met in the current review, but it can be challenging when patients push

volunteers away and this may Ibecause it contradicts theo | u n rieeddor reld@tedness.

Autonomy was not explicitly highlighted in the current review; however, volunteers had

some level of choice and control over their coping strategies used to manage challenges
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within palliative @re. They also had autonomy over whether or not they continued to

volunteer as they were not financially tied to their role.

Strengths and limitations

This systematic reviewnd thematic synthesis the first to directly examine the emotional
experience of being a palliative care voluntesrdprovides evidence that volunteers face
specific challenges within their role and could benefit from more structured support.
ENTREQ71) reporting guidelines were adhered to. Bearch was comprehensive and used
a range of databases to obtain papers. No date or study design restrictions werentagdlem
in an attempt to capture all relevant research that was published in English. Research in other
languages was excluded due to limited time and money for translation and interpretation
therefore some relevant papers in other languages could haveissed. Papers were
critically appraised; however, none were excluded based on this score. This is due to a
limited number of papers that met the inclusion criteria and it being a contested area in

qualitative synthes(32).

Recommendations for future researchpractice and policy

The i mpact of vol unt eer-lseihgwawroteasocusafmdsthei r e mo
included paperdt would be useful for research to consider the specific impacts of the role on

vol unt eer s 0-bengand exgoneavhat welenkeérs would find useful to support

them. Initially, it would be helpful to gather qualitative datatpéxor e v ol unt eer s o
experiences and subsequently develop quantitative research from this to gather a wider range

of data. It is important that when reporting research, authors focus on outlining clear and

detailed methodology as this was missing from sonpengancluded in the review thus

impacting on their quality.



It would also be useful for palliative care services to consider the importance of stress
reducing techniques training for volunteers. It is understood that volunteering in palliative
carecan present a number of challenges and that prolonged stress can negatively impact an
individual both physically and psychologicdliB). Therefore, providing sessions for

volunteers that focus on stress reducing technigues such as imagery, mindfulness and
breathing techiques could support volunte€s). A focus on stress reduction, particularly
through practicing mindfulness has been shown to increase health outcomes for both clinical
and nonclinical populatio(g4). This could be written and/or delivered by a clinical
psychologist. The importance of including techniques to enhance psychologichkmell

for healthcare professionals working in palliative care hasqusly been indicatgd@5),

therefore it would be useful for this to also translate to the volunteer population.

The intrinsic challenges faced by volunteers indicate that they would benefit from a space to
reflectonthe impact of their role on their sendeself and general emotional wdilking.

This could be implemented in the form of a reflective practice group run by a clinical
psychologist, similar to the provision available for nursing staff in some hospices. The
extrinsic challenges may also be addegkin a reflective space and it could be useful to

focus these discussions on how volunteers make sense of extrinsic challenges and their
feelings related to this. Clinical supervision groups have been found to reduisk tife

burnout in palliative car professiona(36), reduce anxiety, increase confiderand

commitment to the ro(&7). Some extrinsic challengesuld be considered on a more
organisational level, some of which could be addeeds®ugh additional training. This may
include knowing what to say to patients when volunteers are pushed away and preparation for

seeing suffering and physical disfigurements. Both formal and informal support can promote
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coping and resilience in palliag care nurs€48), thus would be useful to consider for

volunteers.

To gain more understanding of people who struggle with the role, it may be useful to conduct
research on previous volunteers who no longer felt able to continue in their role. This could
give more insight ird the stressors they encountered and support considerations of what the

palliative care setting could have done to support them.

Conclusion

Palliative care volunteers are less likely to experience stress and burnout than paid staff.
However, this does monean that the emotional impact of their role should not be considered.
Understanding volunteersd experiences has
can assist settings in recognising suitable support which can influence overdleingii4)

(78). Volunteers face unique challenges which can impact on their emotiondeuagdj but

also experience a number of positive impacts on their emotionabeial. It is important to

monitor how volunteers are coping with their role and/gt® support where appropriate.
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Appendix A- Guidelines for publication

Palliative Medicinelnstructions to authors

PALLIATIVE

At Palliative Medicineve want to publish the highest possible quality of papers. MEDICINE
Our instructions to authors therefore focus on what we want you to do to
enhance the quality of your research reporting. We only have space for around 20% of
papers submitted to us, so paying attion to high quality research reporting will enhance
the chance of us being interested in your paper.

There are TWO mandatory uploads together with your paper: tleporting checklistfor
your study type and theauthorsCrhecklistto acknowledge that you have followed the
instructions below.

These instructions to authors fall into four main sections.

First, an explanation of the type of papers we are interested in so you know you aregwritin
for the right journal. Second a clear description of what we want to see in your writing
which you will need to take account of when you are drafting your paper, to promote the
highest possible quality of reporting.

Third, specific instructions on fmatting etc., as well as more detail on reporting
specifications to meet journal and publisher style requirements.

Fourth,information on how to submit your article and what happens after you have
submitted it, including information on Open Access opsi@nd publicising your published
paper.

1. What type of papers do we want to publish?

a) Palliative Medicines a highly ranked, peeeviewed scholarly journal dedicated to
improving knowledge and clinical practice in palliative care. It reflects the -diattiplinary

and multiprofessional approach that is the hallmark of effective palliative care. Papers are
selected for publication based on their scientific excellence, contribution to knowledge, and
their importance to contemporary palliative care. We welcome papers relating to palliative
care clinical practice, policy, theory and methodological knowledge.

b) Palliative Medicings an international journal with authors, reviewers and readers
from around the world. You must make sure that your work is contextualised for such a
readership, and where research is conducted within a single country, how the results
contribute to an international knowledge base.

c) Palliative Medicings a research journal, and primarily publishes papers which report
original research and systematically constructed reviews. We also publish short reports,
service evaluations/audits, reaech letters and case reports occasionally, but if you are
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considering submitting these types of papers please take time to read our specific guidance
on them below.

d) Palliative Medicings the official research journal of the European Association for
Paliative Care and a journal of the Association of Palliative Medicine. This Journal is a
member of the Committee on Publication Ethic¥his Journal recommends that authors
follow the Uniform Requirements for Manuscripts Submitted to Biomedical Journals
formulated by the International Committee of Medical Journal Editors (ICMJE).

2. How do we want papers to be written?

All papers submitted t®alliative Medicinare scrutinised carefully by a number of

members of the ditorial team before being sent for external peer review. A substantial
number are declined at this point, before peer review. Common reasons are that the papers
report work which does not appear to be novel or does not add to knowledge explicitly, or
that the design or methods of the study are not appropriate to the question posed or poorly
reported. We strongly suggest therefore that this information on writing and reporting is
followed whilst drafting your paper, well before you consider submissioneagdhrnal, as

there is evidence that this will enhance the clarity of your writing and message to readers.
The SAGE Author Gateway has some general advieeveto get publishedplus links to

further resources.

a) Reporting guidelines All papers must be written following appropriate reporting
guidelines, and a reporting guideline checklist indicating whereiredielements are found

in the manuscript must be uploaded at the time of paper submission as a mandatory file
(excluding research letters)A full list of reporting quidelines is dod onthe EQUATOR
network website Guidelines are known to improve the quality and comprehensiveness of
research reporting, and we expect all relevant aspects of the guideline to be followed.
Common guidelines include CONSORT (with any relevant extension) for trials, COREQ for
gualitative research, PRISMA or ENTREQ for reviews. Interventional studies must also
describe the intervention according to the TIDieR guidelines.

b) Thekey messagesf the paper must be easy to see and interpret for readers. For this
reason we ask you to pay closeeattion to the title, structured abstract and key statements.
For some readers this may be all they look at to decide if they are interested in your paper,
so they have to be informative, accurate, and meaningful to clinicians, researchers and
policymakers We have recommendations on titles, abstracts and key statements which are
designed to improve the discoverability and usability of your papers and it is important that
you read these and incorporate them into your manuscript.

c) Full details okthics/research governance/data protection approvatsust be given,
with reference numbers, full names of the committee giving approval, and the dates of
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approvals. If research ethics committee/IRB approvals were not required for youplearse
reference the law or regulation granting exemption, and/or submit a letter from the relevant
authorities granting this study exemption. This must be clear within the body of the paper.
We expect in all circumstances that the highest possible stalsdaf research ethics and
governance are followed and demonstrated throughout the paper.

d) Thediscussion sectionf your paper must be structured, to enhance readetsility
to find the information about your work and its applicability. We ask that gmavide clear
subheadings which address:
i) Main findings/results of the study A short statement of the principal findings of
the study should be presented.
i) Strengths and weaknesses/limitations of the studyA discussion of the
strengths and weaknesses/limitations of the study with reference to other studies
or reviews in this area.
i) What this study addsA discussion of what is already known about this
topic area and what this research/review adds, and earcldiscussion of the
implications of the research/review for clinical practice, theory or methods in this
area. We suggest that you raise further research or review questions.

Specific instructions on titles, abstracts, keywords and key statementsaibpapers

a) Titles. A significant proportion of readers come to tiRalliative Medicinesite by

running simple searches. It BYLR2 NI F yi GKSNBF2NBE GKFG y N
FoaidNF OG0 IINB gNRGGSY ( BeadhSenghd ol Musttensare thaR A & O 2 ¢
the main key phrase for the topic is in the article title. Make sure the title is clear, descriptive,
unambiguous, and accurate, and reads well. Titles must include details of the methods used
within the paper. We do not recommenché use of country names in titles as there is

evidence this can restrict readership, countries can be mentioned in the abstract. There is
evidence that putting the findings of the paper in the title can attract readership. An example

of such a title woulde: Intervention A leads to a greater reduction in (primary) outcome x

for people in their last year of life, compared to intervention B: A pragmatic randomised
controlled tria] or The experience of X is challenging for family carers of people with@atan

cancer: An ethnographic study

b) Abstract Key tips for discoverability include repeating key phrases within the abstract
and between the abstract and keywordshink about the key phrases you would type into a
search engine if you were searching foe article. Repetition of a particular key phrase may
strengthen the ranking of the article. Please read and follow these guidelines:
http://www.uk.sagepub.com/authors/journal/radership.sp Abstracts should not contain
abbreviations or references. All our abstracts are structured, and should follow the formats
below. There is some flexibility for audit/séce evaluation as it is important that these are
not presented as research:



http://www.uk.sagepub.com/authors/journal/readership.sp
http://www.uk.sagepub.com/authors/journal/readership.sp

i) Research Paper/Short Report/Audit/Service Evaluation abstract (250 words):

Backgroundldentify the issue to be addressed, current knowledge on the topic
and some indicatio of its relevance and importance to clinical practice, theory or
research methodology.
Aim: A clear statement of the main research aim(s), research question(s) or
hypotheses to be testedesign A statement about the research strategy
adopted. For intervention studies, a clear statement of the intervention is
required. For clinical trials, thieial number should be given. Give brief details of
data collection methods. For interventional studies please add a sentence about
the intervention tested.
Setting/participants Indicate the type of setting(s) the research was conducted
in (e.g. primarjsecondary care), the number of centres, and who participated,
including a brief indication of inclusion/exclusion criteria, numbers of
participants and any relevant characteristics.
ResultsReport the main outcomes(s) or findings of the study. If appede, report
levels of statistical significance and/or confidence intervals.
Conclusionddentify how the aims have been met, and the relevance of the findings
for clinical practice, theory or research methodology. Give suggestions for further
research.
i) Systematically constructed review abstract (250 words)

Backgroundldentify the issue to be addressed, current knowledge on the topic
and some indication of its relevance and importance to clinical practice, theory or
research methodology.
Aim: A clear statement of the review aim(s).
DesignA statement about the review strategy/methods adopted (e.g. meta
ethnography, realist synthesis, systematic review, rratalysis). If
prospectively registered (e.g. on PROSPERO), this information shayitcebe
here.
Data sourcesState the data sources used (including years searched). Include a
statement about eligibility criteria for selecting studies and study quality appraisal.
ResultsReport the main outcomes(s) /findings of the review.
Conclusias: Identify how the aims have been met, and the relevance of the findings
for clinical practice, theory or research methodology.

i) Case Report and Case Series abstracts (200 words)
Both abstract and full submission should follow the same strectdormat of:
Backgroundincluding existing evidence, literature and related cases in the public
domain)
Actual casencluding details of the practice challenge and details of ethical review
Possible courses afction
Formulation of glan
Outcomewith timescales and how success /failure was judged
Lessons from the case

Viewon research problem®bjectives or questiorgenerated by the case
c) Keywords. Please give at least four key words, and up to eight. At least one should be
subjectrelated, and at least one relate to your chosen research design. All keywords should
be MeSH headings and should be checked against this list http://www.nlm.nih.gov/mesh
Please provide a justification for any keywords which are not MeSH headings.



d) Key statements
Palliative Medicindas a system where all research and review papers (not letters) are
required to state clearly what is already known about the topicat the paper adds, and
implications for practice, theory, or policy. You are required to give these at the start of the
manuscript, as part of your manuscript text. Please use these three specific headings (see
below), with 13 separate bullet points fogach heading. Please use clear, succinct, single
sentences for each bullet point rather than complex or multiple sentences.

What is already known about the topic?

Short statement(s) about state of knowledge in this area.

You may highlight both what kwown and what is not known.

Be specific rather than making broad or sweeping statements. Avoid statements such

as 'little is known about ... x or y' in favour of statements specifying exactly what is

known.

What this paper adds

Short specific stateme(s) about what this paper adds.

These should be styled in terms of outcomes where possible (This study

demonstrates that x intervention has a (specific) impact on y outcome) rather

than study aims or process, (This study considers whether x intervemi®an

impact of y outcome).

Be as specific as possible. Avoid broad statements such as 'New Knowledge is

added about ... ', rather be specific about exactly what this knowledge is. For

example, rather than 'We add to the knowledge base on x' we woultepthe

more specific statement 'x variable was found to increase the experience of y

outcome (by z amount)'.

Ensure that these statements clearly relate to the findings of the study.

Implications for practice, theory or policy

Short specific stateme(s) on the implications of this paper for practice, theory

or policy. These should clearly draw from the findings of the study, without over

stating their importance. to an international readership.

Specific guidance on paper types and word limits

a) Review Articles¢ 5,000 words. The reviews we publish are usually systematically
constructed reviews, clearly following the relevant publication guidelines (such as
PRISMA, RAMESES or ENTREQ) for theutarteview style chosen. We are happy to
consider a range of review types (systematic reviews, raetaysis, metaethnography,
realist review for example) for publication, but they must be methodologically clear and
rigorously conducted. If reviews areregistered (e.g. on PROSPERO
https://www.crd.york.ac.uk/PROSPER®is should be stated and a link given within the
paper. Please ensure thgou include a PRISMA type flowchart for all reviews to enable
readers to understand your search processes. All reviews should include sufficient detalil
on review question, inclusion and exclusion criteria, search strategies, data extraction and
synthesismethods (as appropriate to the review design) for the study to be replicated.
Please include a table of included studies. If some of these are large, you can consider



https://www.crd.york.ac.uk/PROSPERO/
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adding them a supplementary online only files, but these must be referred to within the
text of the review. Please note our specific requirements on review abstracts above.

b) Original Articles¢ 3,000 words with up to six tables or figures. Original articles must
report robust, ethically conducted research. We publish research using a cdgsigns,
as appropriate to the question posed. Please see general advice above for information
on the relevant reporting guidelines which must be followed, and our title and abstract
requirements. Please also look at instructions for short repaortsrasearch letters which
YEe 0SS I o0SGAOSNI WFAGQ F2NJ LI LISNA NBLIR2NIAyYy3

For trials and interventional studies, we expect that the intervention is fully described using
accepted guidelines (e.g. TIDieRWad as being reported according to the appropriate
guidelines (e.g. CONSORT or one of its extensidraljiative Medicinendorses thdCMJE
requirementthat clinical trials are registered in a WHOapproved public trials registry at or
before the timeof first patient enrolment. However, consistent withelll Trialscampaign
retrospectively registered trials will be considered if the justification for late registration is
acceptable. The trial registry name and URL, and registration number must be included at
the end of the abstract. If the protat has been published this should be referenced within
the paper.

For papers reporting qualitative methods we prefer papers which state their particular

gualitative approach (e.g. grounded theory, phenomenology, ethnography etc.) and

articulate their nethodological (epistemological and ontological) position, how this relates

to their question and design, and whitiNS & Sy & | a2 Ol fafdSR WiKA Ol Q
interpretation of their findings clearly. Participants' quotations may be excluded from the

word count, and we prefer that they are integrated into the text rather than presented

separately. We still prefer, however, that these quotations are sucaindtcarefully chosen

¢ it is rare that more than one quote is required to illustrate the point being made.

Papers which report primarily the development or testing of scales/measures or
guestionnaires must include a copy of the relevant instrument sispplementary file (with
translation into English if appropriate, as well as in the original language), and such papers
will not be accepted without such a file. Authors are expected to obtain any copyright
permissions required for such reproduction.

For research articles, authors are required to state in the methods section whether
participants provided informed consent and whether the consent was written or verbal. Full
details of all research ethics committee (e.g. IRB) and/or organisational goesEn

approvals must be given within the body of the text with reference number and date of
approval. If such approvals were not required, information about the exemption from this
(and on what authority) must be given within the text of the paper.

Thedate(s) of data collection must be given within the paper. If your data were collected
more than five years before submission we expect a strong justification for why reporting
these results is still relevant to tHealliative Medicineéeadership.


http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
http://www.alltrials.net/news/all-trials-registered-and-results-reported/
http://www.alltrials.net/news/all-trials-registered-and-results-reported/
http://www.alltrials.net/news/all-trials-registered-and-results-reported/
http://www.alltrials.net/news/all-trials-registered-and-results-reported/
http://www.alltrials.net/news/all-trials-registered-and-results-reported/

c)

d)

Short reportsg 1,0001,400 words. These should report research, but are usually small
scale survey/pilot/feasibility studies etc., which would not warrant a full original research
paper. Please see the original article section above for general instnactio

Case & Case Series Reporfsgood case report, greferably a case serigsan inform

an important part of healthcare development and improvement through the creation of

links from practice to research and back to practice. To do so it musidgrolose analysis

of practicebased examples, giving insights into what happens in clinical and other
practices when empirical evidendrmsed options have been exhausted, and identify

potentlr f W3I2f RSy ydz23SiaQ G2 aArayLl2ad F2NJ FdzNJ

Palliative Medicings a research journal. As such we are interested in case and case
series reports which achieve these goals. We publish case reports to highlight issues of
practical intereseandidentify research questions for further study. Resgafocused
learning points must be explicit within the report.

We understand a case series can legitimately be identified and analysed retrospectively,
particularly in areas of evolving and challenging practice. However, prospective planning
of data cdlection will usually strengthen the findings and implications and if so if you

are planning a case study series using prospective research methods please review this
methodological paper
http://journals.sagepub.com/doi/pdf/10.1177/026921631141988Ad consider

whether to submit your work as a case series report or an original research article, with
appropriate justification of your choice in your covering submission letter.

Essential elements of a case or case series rep&alimtive Medicine:

A There must be a clear practitmsed challenge that the report seeks to
address: the challenge mége related to physical (e.g. medications and
symptom control), social, psychological, spiritual or ethical issues but it
must be a challenge faced in frontline palliative care practice.

A Evidence of reasonable international literature review, includingeoth
case reports or series on the same / similar subject matters must be
included as must evidence of seeking to identify consensus of practice
internationally regarding comparable cases.

A When similar cases or case series have been previously published the
submitting authors are required to create a referenced case series from
the previous cases as background to their own and to highlight how this
informed actions in their own cases. In addition, submitting authors
must justify how a further publication Wiake the field forward.

A The actual cases should be presented briefly (150 words or less is
recommended) at the start of the submission, followed by up to four


http://journals.sagepub.com/doi/pdf/10.1177/0269216311419883
http://journals.sagepub.com/doi/pdf/10.1177/0269216311419883
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possible courses of action posed in response tolftézS & G A 2y W2 K I (
g2dzZ R 82dz R2 ySEGKQ

A Aclear explanation of how a plan was prospectively formulated to assess
the options and manage the case must be given. This should include the
theoretical basi®f any interventions and the underpinning
reasoning behind decision making.

A Explicit details bcritical elements of the case should be given, while
seeking to preserve anonymity of individual patients / other persons not
included in the authorship of the submission. We expect the majority of
cases to be anonymised to the extent that someone whevkthe
patient could still not positively identify them. If this is not possible, for
example because specific details or photographs are required to present
the case, then

there must be inclusion of a statement within the submission confirming
that all ndividuals and organisations potentially identifiable from the
case have agreed to its publication. Further to this, copies of written
informed consent from patients and other ngmofessional members of
the team as well as any professionals should be stibchas
supplementary files. This must include the provisional title of the
submission, consent for all material (including photos, images, text or
other material) to appear in the Sage publicatialliative Medicinend
related forms of publication suchs, but not limited, social media
associated with the journal, blogs and press releases. The person
consenting must confirm they have seen the material, read the
submission and that they are legally entitled to give their consent. They
should confirm thathey understand publishing of the material without
their name attached does not guarantee complete anonymity as it is
possible someone may recognise them or their case. They should
confirm that they understand potential distribution is worldwide and
acces is not controlled by the journal or Sage, and also that they will not
receive any financial benefit from publication. They must confirm that
they understand consent cannot be revoked post publication and that
their consent form will be retained securdly Sage.

A If the patient has died, we would expect the authors to request
permission from a person with Lasting Power of Attorney or in the
absence of LPA, a relative, and to make this clear on the consent form
and in the submission. If no written consestpossible from either the
patient or relative, we will consider the utility of the case carefully
against the likelihood of identification or potential distress. It is likely
that in this position more information will have to be removed from the
case toreduce the possibility of identification, and this will have to be
made clear in the submission.
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A Details of any relevant ethical approval processes for interventions
should be included. In the event of a submission describing an
intervention not subjecto formal governance or ethical review then
authors should provide justification of the reasons for this e.g. not
required in the local jurisdiction for this type of research, clinical cases
were shared decision making took place for a novel managemehtawit
specific patient and set of clinicians in the absence of no other options
and in response to an urgent need. It would still be expected that such
cases would have been discussed, including potential ethical issues,
among the clinical multidisciplinatgam and an explanation of this and
how the work/practice was conducted ethically and with integrity must
included in the submission. Authors should include explanation of how
any novel treatment was discussed with patients prior to use.

A We are particuldy interested in how case / case series submissions
might direct and instigate further research and ultimately lead to better
evidenced practices:

o The outcome of the case / case series with details of any outcome
measures used should be given.

o The case mst conclude with a view on research problems,
objectives or questions generated through the challenge of the
case and how these might be addressedsiimpler terms this
YAIKG 0SS LaSR a FYyasgSNAy3a | Waz2 g

A While not specifically excludeck&emely rare cases are likely to be of
less interest to our wider readership and so priority will be given to
publishing cases that build a picture of contemporary practice and
collective consensus on managing issues at the frontline of practice while
awaiting further research evidence.

A Appropriate case / case series EQUATOR reporting guidelines should be
used. See:

https://www.equator-network.org/

A The submission must not exceed 1500 words plus 2 tables or figures,
acknowledgements,dreferences, and a 26@ord structured abstract
plus separately three key learning points (written a8 4entence bullet
points) for practice / research.

Further requirements:

AJT1aS NBLR2NIAa k OFasS aSNASa akKz2dZ R Ay Of «
SSNR Sap NP LA L GS Ay GKS (GAGfS IyR 1S@@2NR
aiGdzRe Q | & cobfsibrawitt ti lreRe@rchisategy of the same
name.


https://www.equator-network.org/
https://www.equator-network.org/
https://www.equator-network.org/
https://www.equator-network.org/

A Drug names should be generic not proprietary.

A Details of management should be specific and described to be
understandable by those who may follow different protocols in different
contexts.

A Both abstract and full submission should follow the same structured
format of: o Background (including existimyidence, literature and
related cases in the public domain)

o Actual case including details of the practice challenge and
details of ethical reviewo Possible courses of action
Formulation of a plan

o Outcome with timescales and how success /failure was judged
o Lessons from the case

o View on research problems, objectives or questions generated
by the case

e) Practice Reviewscan either be commissioned by the Editor in Chief or agreed by
submissionFor the latter an initial outline pitch of a practice review proposal
should be submitted for consideration by the Editor in Chief by emailing
Debbie.Ashby@bristol.ac.uk the first instance rather than a submission being
made directly through ManusctifCentral. This should include a brief summary of
the anticipated extent and quality of literature supporting the proposed review.

Not all submitted proposals will be accepted, and for those that are, there may be
an informal workup process required tceach agreement prior to the pitch being
accepted.The review must have its own novel research question that the

authors seek to answefor if an update of a previous review, justification for why
an update is needed e.g. significant time has elapsedlm is a significant

body of new empirical evidence).

Once accepted pitched proposals will proceed in the same way as commissioned
reviews. Commissioned reviews will occur a few times a year and may be related
to themed issues, virtual issues or staaldne. All reviews will be subject to peer

review, when possible by a member of tBe2 dzNJy/ | £ Qa 9 RAG2NALF £ . 2 NF
external review.

The purpose of practice reviewisa (2 LINRPZDARS + waidz201 Gl 1SQ
OdzZNNBy & WwWa i I i & adof praktiSe withCas $yodiy@vidence

based summary of guidance and recommendations which can be drawn from

evidence about what is known to be beneficial or notviees might cover newly
SYSNEBSYy (G WK2G (2LA0OAaQ oedrblisinp thindedfdr YA IKG 0S5
further research in a longstablished topic area by considering the evidence base

on which current practices are based and what would take the field forward.



Practice review subjects can be clinical, ethical or relate to amathpect of
palliative care such as spiritual, social or psychological care or professional
development. Review subjects which are relevant to the shared practices of
multidisciplinary teams are particularly welcome.

Reviews should both orientated to remmendations for frontline practice and
identification of scientific equipoise, i.e. absence of studies, with suggestions for
further research. The implications of the review findings must be considered
from the perspective of poliegnakers, researchersligicians, ethicists and

funders of research or quality improvement interventions. Review authors
should aim to give a clear steer on what might be the most important gaps to be
addressed through further research.

Purely descriptive summaries of evideneell not be accepted.

We ask that these aims are achieved by following the structure below in order

to generate learning for both our practitioner and researcher audience. We

are very grateful to Erik Driessen, Edito€hief, and Robert McKinley, Section
Editor,PerspectivesroMedical Educatiofor letting us adapt the format

(McKinley, R. & Scheele, F. Perspect Med Educ (2015) 4: 275.
https://doi.org/10.1007/s40037015-02308;
https://www.springer.com/education+%26+language/journal/40037?detailsPage=edit

orialBoard
).

Review presentation and structuresubmitting authors shoul@rovide an

2POSNIBASGE 2F a52a3x 52y QiicdubjecyiRcliicdl y Q0 Yy 2g04¢
practice. Following a brief introduction, includitige context, scope and

methods used to conduct the review the remainder of the submission should be

divided into a tabulated digest summarising each aspect of the evidence item by

item and a review article providing the relevant supporting evidence, and

indicating the strength of the evidence for each particular item.

A Dosc¢ should be recommendations for practice that can be made with a
supporting body of evidence for effectivenamsefficiency.

A 5 2 y shdiild be recommendations against activities for which there is a
supporting body of evidence to show inefficiency, ineffectiveness, or
indeed harm.

A 52y Qi ¢shodddba identified areas for further research as there is
either an absence oévidence or the current evidence is unclear or not of
O2y @AY OAY I | dzI knaws 8houddNé eMkeIscadldbestosy Q U
which if answered through further research would have an impact on
clinical practice.

The digest table shouldelprovided using this format:

Table 1.Summary of guidelines/recommendations for XXX


https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://www.springer.com/education+%26+language/journal/40037?detailsPage=editorialBoard
https://www.springer.com/education+%26+language/journal/40037?detailsPage=editorialBoard
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Aspect A Strength of recommendation

52Qa

52y Qi

ax

52y Qi

Aspect B

52Qa

52y Qi

x

52y Qi

The choice of subject for the review should be guided by identification of the

subject as an area of importance to clinical practice, in which there is some
evidence for aspects of practice. The scope of the review will vary from subject

to subject but shald be broad enough to take into account different settings,

both in terms of considering an international audience and across different

areasof palliative care, i.e. hospice, hospital and community. Within the subject
0KS R2asz R zZyoadisholdbgiRmsPRinfpOriance to practitioners

and will usually relate to common choices and decisions required in providing
clinical care for patients with particular symptoms or diseases. All items should

be made as specific as possible. Authors are likelint it helpful to

collaborateas @ SF'Y |'yR (2 Lz f G23ISGKSNI I LINROJAAEA
R2Yy Qi 1y26a LINR 2rédeviatthe@@démrerdichicgnIhenibié S A NJ
revised in the light of the review findings.

Authors are free to cho@stheir own methodology and methods for the review
process, but this must be justified and appropriate to the subject and review
guestion chosen. Practice reviews should be consistent with relevant
publication guidelines (such as PRISMA, RAMESES or ERTREQarticular
review style chosen. We are happy to consider a range of review types
(systematic reviews, metanalysis, metathnography, realist review for

example) for publication, but they must be methodologically clear and
rigorously conductedf reviews are registered (e.g. on
PROSPER®ps://www.crd.york.ac.uk/PROSPER@s $hould be stated and a link
given within the paper.

Judgements about the strength of evidence should allow for multiple types of
evidence to be considered so that readers are provided with an overview of
what exists. Authors can choose their own franmelvfor assessing the strength

of evidence but the review should not be limited to particular types of studies. A
useful guide to rating strength is below:

Strength of recommendation:
Strong: A large and consistent body of evidence such as a systematic review


https://www.crd.york.ac.uk/PROSPERO/
https://www.crd.york.ac.uk/PROSPERO/
https://www.crd.york.ac.uk/PROSPERO/
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Moderate: Solid empiric evidence from one or more papers plus the consensus
of the authors Tentative: Limited empiric evidence plus the consensus of the
authors

Review formatting ad additional requirements

A In addition to the tabulated digest of recommendations and further research
requirements, the main content of the review must not exceed 2000 words

A A PRISMA type flowchart should be included as a supplementary online file

A Included studies must all feature within the reference list and a further table
detailing these should also be provided as a supplementary online file.

A Any limits on the timeframe of the review must be clearly justified.
A A structured abstract of 250 words t@ss must be provided. The structure should
be:

BackgroundIdentify the issue to be addressed, current knowledge on the topic
and some indication of its relevance and importance to clinical practice, theory or
research methodology.

Aim: A clear statemet of the review aim(s) and / or research question it seeks

to answer. PurelR S & ONR LJG A @S adzYYFI NASa 2F SOARSYyOS
R2yQli&a IyR R2y Qdeepled/26a oAttt y20G 0S
Design: A statement about the review strategy/methods adopted (e.g. meta
ethnography, realist synthesis, systematic review, rreatalysis). If

prospectively registered (e.g. on PROSPERO), this information should be given
here. Use of appropriate quality framewko/ guidelines to conduct the review
should be included.

Data sourcesState the data sources used (including years searched). Include a
statement about eligibility criteria for selecting studies and study quality
appraisal. As a minimum a scoping review using recognised methods must be
conducted.

Results Report the mairmutcomes(s) /findings of the review. This should include key
statements on answering the review question/aims, and the meaning of the findings.
Conclusionddentify how the aims have been met, and the relevance of the

findings for clinical practice, thep or research methodology.

f) Audit and Service Evaluationl, 000¢ 1,400 words. We accept audit and service
evaluation reports, but these should be @tceptionalquality and interest. They should
be identified clearly as audit or service evaluation ia title. These should be reported
robustly ¢ we expect audits to discuss the audit cycle and feedback, and service
evaluations to report sufficient contextual information on the service being evaluated.
They should be used to raise future research questidfull details of all relevant
organisational permissions and consents should be reported.



9)

h)
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Research letterdMaximum 750 words. We occasionally publish short research letters (no
abstract required, no more than three references). These are usuallyedfte authors
submitting original papers or short reports which we feel should be disseminated, but in
a more succinct form.

Letters to the editors Maximum 500 words. We welcome correspondence relating to
issues of general interest to our readership,in response to a publication. Such letters
should be succinct, generally no more than 500 words. NB: word count excludes
references, tables and figur@seferences. We discourage the use of abbreviations
strongly unless these are internationally knowndaaccepted. Papers which use non
standard abbreviations to reduce word count will be asked to replace these in full, but
still adhere to the word count. We particularly ask that there are no abbreviations in the
abstract.

3. Journal publishing and formatting requirements

Declarations. Authors should include a clear declarations section at the end of the
manuscript. This should contain five sections on authorship, funding, conflicts of interest,
ethics and consent andata sharing. You may also include an acknowledgements section.

Authorship.Papers should have a short section at the end identifying the roles

of each author of the paper. Papers should only be submitted for consideration

once consent is given by atirdributing authors. Those submitting papers

should check carefully that all those whose work contributed to the paper are

acknowledged as contributing authors.

The list of authors should include all those who can legitimately claim authorship.

This is d those who:
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The impact on emotional wellbeing: experiences of being a palliative care volunteer. An

interpretative phenomenological analysis.

Abstract

Background There is a huge reliance on volunteers in palliative care, particularly in
hospices. They can provide psychosocial care to patients and families but do not receive
formal supervision. Thus, it is important to understand the impactrtieinas on emotional
well-being Evidence shows that being a paid healthcare professional in palliative care can
risk stress and burnout, but little research has been conducted with volunteers.

Aim: To explore the experiences of palliative care volusteed how tarole impacted on

their emotional wetbeing.

Design: An interpretative phenomenological analysis design.

Settingparticipants: Volunteers in a patieffacing role within palliative and eraf-life care
settings in North West England who hagkhvolunteering for over one month were

included. A semstructured interview schedule was used, and interviews were audio
recorded.

Results:10 participants were interviewegrosshree hospicge Four themes were

developed: (1) it can be challenging;Y it 6s where | 6m meant to be
the importance of connectio@hallenges included frustrations and questioning themselves.
Although difficult at times, volunteers expressed the importance of the role, doing well and
that they benefied too. They also had to manage death and discussed beliefs about life and
death, acceptance and managing patientso6 fea
and other volunteers was important, with a need for everyone to feel valued.

Conclusiors: The study suggests that although there are psychosocial benefits for volunteers

in their role, it is important tanderstandhe challengetacedand consider ongoing support
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to help volunteers manage these challenges. This could be addressed theough th
consideration of coping mechanisarsdclinical psychologists providing training and

reflective practice.

Keywords: palliative careterminal carghospice cardjospicesyolunteers, qualitative

research



Key statement

What is already known about the topic?
1 Paid staff in palliative care can experience stress and burnout but little researcl
explored the emotional experience on volunteers.
1 Volunteers provide emotional support to patients but receive little formabsupp
What this paper adds
1 Aninsight into the emotional experience of volunteers in relation to theifaole
example the impact of the challenges faced, feelings of belonging and benefitti
from the role, managing death and the importance of connetiilothe hospice,
other volunteers and patients.
Implications for practice, theory or policy
1 Highlights the benefit of reflective practice groups to better understand how
volunteers are managing within their role.
1 Highlights the need for future reseatohfocus ongender differences and people

who ceased volunteering.



Introduction

Volunteers are an integral part of the palliative care system, particularly in hospice settings
In countries such as Germany, Switzerland Raldhnd, volunteers run some hospices and
organisationél). Many countries cannot provide an accurafgesentation of the number of
volunteers in palliative care; however, several European countries estimate over 1000
volunteer$l). In the UK, there are more than 125,000 volunteers; these services are reliant on
the support of volunteers for delivery of currentyasion(2). Palliativecare ains toimprove

the quality of life of individuals living with an incurable ilin€3% There is an increasing
demand on hospécand palliative care services due to the ageing populdlidrherefore, an
increasing role for volueers providing support in these settings. Volunteers in adult settings
can be involved imanyareas, including bereavement services, providing emotional support
to patients and being with patients at the end of theirTHiés indicates that volunteerns i

patientfacing roles can be involved in providing psychosocial (&are

Psychosocial care involves supporting an individual with their psychological, social and
spiritualcarg)and good psychosoci al care has been r
life andimpact positivelyon physical symptomg7). Professional palliative care often

provide psychosocial care to patients and those in paid roles manage numerousaémotio

demands that can lead to personal psychological dig)e®¥gorking within palliative care

provides unique experiences for staff ah@éemotional risksncludestress, burnout and

mental health difficuleg9). Burnout is defined as fAemoti ona
and reduced per s@(pl)and s a merineisue withimethre tvider

healthcare system. Research has considered the prevalence of burnout, the association with
burnout and other factors (for example, marital status, gender and years of experience within

palliative carepnd protective facto($1)(12)(13)in paid staff within palliative care.
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The impact of stress and burnout carfdraeaching for example physical and mental health
difficulties (anxiety, depression, substance al{i€g)15), decreased job satisfaction and
leaving the professi¢h6)(17). The more exposure to death and dying someone experiences,
the higher their risk of burno{d8). These outcomes are also reflected in the literature
surrounding compassion fatigd®)(20) which is a secondary traumatic response
experiencedl pynyghb ot intolved im the care of patients who are
suffering21),i t i s t he O0car €38).iThere havesbean sugdestianto car i ng 6
support paid st&in palliative care settings, such as training and support in developing
individualised coping strategies to encourage-café and resilien¢23)(24). However,

burnout has not been considefedvolunteers in palliative camespite their regular

exposireto death and dying. This indicates a need to consider the imipaeath on

volunt eer s 6 ebring andhovattey areecbping within their tole

Volunteering across a number of settings has positive impacts for the volunteer on areas such

as mental health, life satisfaction and social intera®n This is emphasised in older

adults transitioning into a new stage of life as it can support individuatntoect with

communities and build social relationsH8). However, volunteering within palliative care

can result in stressors related to their role including poor communication, lack of emotional

support feeling undervalued and the need for trai@1y There has been little research into

the emotional impact of the role on volunt®erthin hospice settingg Research has focused

on personality characteristics of palliative care volunt@&) the reasons for becoming a
volunteef29)30)and consideration of i mpro@l).Adls and d:e
appears to blrgely based on maximising the benefit of having volusteecontrast to

exploring the impact this -bemg.e has on volunt
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Palliative care volunteers have a positive impact on patients, their families and carers; the

more volunter involvement a patient and family receive, the more satisfied they are with
theircar¢3l). Due to the reliance on volunteerso s
the experiences of volunteering in a hospice setting. Volunteers repdhepdiave been

changed in some way by their experience of being a hospice vol@2gedicating that
theirroleimpagon | i fe outside of the hospice. I f v
communicated, this could help retain and recruit into these roles, whilst creating more

positive experience®r volunteers.

Understanding thexperience®sf being a volunteer is relevant to clinical psychology. Based
on the results of the current study, clinical psychologists could be involved in providing
consultancy in how to address psychobagineeds of volunteers. Clinical psychologists are
requiredto provide such support, supervision and consultation to paid members of the multi
disciplinary team in hospicg3)(34), so would be well placed to provide this support
volunteers. Clinical psychologists are expected to provide consultation to support others in
practicing effectively thus contributing to goodadjty service deliver{B5). Guidelines do

not state that this is confined to paid professio(@43. Volunteers may have effective

coping strategies to manage their emotionaldvelhgand he feasibility of these strategies

with paid staff could be consideretherefore the resultsnayalso support paid std86).

This study aims to build upon what is already known about volunteérssipices. The

findingsfrom the literature review in chapter one indicated that it would be helpful to have a
moreindept h examination of volunteersd experi el
emotional welbeing.In doing this, findings may be applied within palliativere settings to

support volunteers in their roles, ultimately improving care for patients. The following
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research question was developed: OWhat are p

impact on their emotional welleing from working in adultlopi ce car e? 0.

Method

Design

A qualitative methodology was selected due to the exploratory nature of the study which was
appropriate due tthe lack ofresearch on this topic. A qualitative approach allows the in

depth study of experiences about a paftictopic. Quantitative research would not have
permitted the exploration of participantsodo e

guestiort37).

An Interpretative Phenomenological Analysis (IPA) design was se(8&8dukcause its
epistemology suggests that, through interpretative methodology, it is possible to access
someoneds Oi nn eperunderstanding of a gadidular aspectdothuman
experience and howmdividualsmake meaning out of their experien@&3(40). This reflects
theresearclta i ms : t o e x pl or expetieacesof tleeempacioof theinroleanr s 6
their emotional wetbeing, focusing on this meaning for the individual. The researcher
adopted a critical realist position, typical in IA). Therefore, the researcher believes that
individuals make sense of a reality, which occurs separately to their thoughts, influenced by
social experiencé’37). IPA is a double hermeneutic (the researcher is making sense of the

i nt er vi exwmakeg(42). Ehie mears that the researcher and participanbostruct

an understanding of ¢ttopic(43). In contrast to other phenomenological approaches, IPA is
also able to highlight differences through identifying both convergeadivergent themes.
This helps the researcher to represent each

idiographic approachl).



Grounded Theoi##4) was considered, however this aitodevelop wider theoretical
explanationandusually has a larger sample size. IPA (with a smaller sample size) enables a

more detailed account of individuakexperiences whichre mordn line with theresearch

aims. Similarly to IPAparrative analysigl5) focuses on meaningnaking of experiences.

However, narrative analysis focuses on stories as a whole including how that samated

by the individual. I n contrast, | PA separate
concerned with the analysis of a particular phenomenon. It was decided that IPA could

include the way in which participants construct and communicate thairstocould also

incorporate a number of other elements through the an@§¥is

Setting

Data were collected from three hospicethieNorth Westof England.There are a wide

variety of settings in which volunteers provide support for people at the end of life (for
example, in the community and in hospitals). However, one type of settingeleased for

this research as experiences could vary greatly across settings, including the level of contact a
volunteer might have with the hospice and the support they would be able to @beess.
researcher wanted to ensure that the sample was homes@Es)ptiherefore wanted to focus

on one setting, looking at experiences of hospice volunteers in piaioémy roles.

Participants

IPA is idiographic and aims to understand how something has been experienced and
understood by certain peod®). Therefore, IPA research tends to have a small,
homogenous sample, purposively sele@@ll Seetable 1 for inclusion and exclusion

criteria.



Table 1. Inclusion and exclusion criteria for participants

Inclusion criteria Exclusion criteria
- English speaking due to limited funding - Those who have been volunteering for
for research (thus translation/interpretati less than one month.
costs) and limited time for collecting anc
analysing data in other languages.
« Aged 18 or over
- Those who have the capacity to consen
- People volunteering within palliat and
endof-life care settings with adults
- Volunteers in patientacing roles

Sampling
Purposive sampling was used, consistent wi
specific experiendd6). The researchavasi nt er ested i n individual

wasthought that there could be some sipecific factorsthereforethe preference was to
recruit approximately three participants from each hospice to mitigate this. IPA is most
suitable for small homogenous samples meaning a group of individuals whmiae si
according to a particular experieié). The small homogeneous sample is hospice

volunteers in patierftacing roles as they shaaesimilarity of role and setting.

Recruitment

Volunteer coordinators at each hospice circulated information about the study to eligible
volunteersby post, email or on collectioff. interestedvolunteersvere asked to contact the
researcher (by telephe, email or posted reply slip). For all volunteers who made contact,
the lead researcher explained the study and arranged interviews if they waradatijoate

The first 10 participants identified were included in the study. If there \Waak af

paticipation, further hospices would have been approached however this was not needed.

Recruitment closed in October 2019 due to sufficient data colletfdnis concerned with

t h

0s
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anindepth examination of parti ci pannthesefdore,exper i e
smaller sample sizesaeu f f i ci ent to enabl e careful consi
experience@8). Sufficient data were collected due to the quality of the data. Although

guality not quantity is advocated within [P49), the length of the interviews provided a rich

and detailed account of participantsd exper.i

Data collection

Data collection was conducted through satniictured interviews. On the day of the
interview, participants could neead the partipant information sheet and ask questions.
They were asked to sign a consent form. It egdained that participants could withdraw
during the intervievandup to two weekgostinterview. Participants were made aware that
if they requested their data te vithdrawn afteit was pooled for analysis, it may not have

been possible to withdraw their data. However, every effort would have been made.

Faceto-face semsstructured interviews were conducted, commonly used within IPA. The
interview schedule wasegerated based on previous literature and in accordance with the
recommendations for IPAemtstructured interviews were chosen as IPA aims to elicit rich,
detailed datgb0) and £mistructured interviews allow an opportunity for tHpecific topics
couldbe covered with flexibilityso participantscould alsadiscuss their own ideaghe
interviews were audivecorded and transcribed verbatim by the researcher. After the first
interview, dataverediscussed with the research supervisor and the interviesdste
reviewed. No additional questions or prompts were incorporatedtopic guide included
guestions around motivations to become a volunteer, personal experiences of death and

dying, 6goodd and o6not so gooodgthopghtsands of t he
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feelings in their role, what the organisation could do differently and advice for new

volunteers.

Analysis

The data wreanalysed using IP@8). As IPA is a double hermeneutic, the analysis was an
account of both the individud@meaningmakingof t heir experience and
interpretatiorof this. First, the transcripts were read with the audézording then reead

numerous times. Initial thoughigere recorded. Linrby-line analysis beach transcript

highlighted descriptive, linguistic and conceptual comments. Descriptive comments recorded
thecontextb t he participantsd |ived experiences.
languageand conceptual comments encouraged a more interpretative focus to begin

considering more abstract concepts. Emergent themes were developed using more of the

initial notes ather than thé&anscripts themselves. This process was repeated for each
transcript. Patterns across cases were then
maintained whilst also developing higher order con¢ép)sAnalysis was managed using

NVivol2 softwargs1).

Quality

As the researcher can influence the data through their individual experiences, supervision was
helpful to examine emerging themes and agree the current themes. An individual transcript,
summary notes and theme descriptions were reviewed by tee/smaqp to ensure credibility

of the analysis. However, this would not nec
accoung46). Thi s i s i n (5R)icriteda forassebsindreajualityl obquaditative

research.
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Two volunteers reviewed the interview schedule prior to theatdliection. They also read
the consent form, participant information sheet and participant debrief sheet and suggested

some amendments which were incorporated.

Ethical approval

Ethical approval was obtained from the Faculty of Health and Medicine Research Ethics
Committee (FHMREC) at Lancastgniversity eesection 4. FHMREC reference:
FHMREC18072. The hospice sites also provided governance approval. Ethical
considerations inaded the disclosure of risk from participants and participant discomfort

due to the topics.

Results

Ten hospice volunteers in patiefating roles participate&ee table 2 fodemographic

details.Though not intentionally recruited in thisway, allparci pant s i denti fi e
Britisho t haagniilardeenogtaphelie irdehviawsdasted a mean of 84

minutes (range 6329 minutes). Far themes were developed: (1) it can be challenging; (2)

itds where | 6m me ani(4) theimgorance ¢f BohnectianEglgtouh g d e a
of ten participants contributed to at least three of the four thedeestable 3 for a graphic

representation of how the themes emerged. See table 4 for an example transcript.



Table 2. Demgraphic details of participants

Age 36-84 years old (mean 66.9 years old)
Gender F=6,M=4
Ethnicity White British n=10
Marital Status Single n=3
Widow n=2
Co-habiting n=1
Married n=3

Widowed and remarried n=1

Employment Status

Employed fulttime n=1
Employed partime n=1
Retired n=8

Length of time volunteering in current patigating role

9 months 17 years (mean 6.2 years, SD 6.6)

Volunteer role

Community (e.g. hospice at home, hospice neighbour) (R4
Day therapy n=2 (P8, P10)

Inpatient unit n= 2 (P5, P6)

Driver n=2 (P2, P9)

Day therapy & inpatient unit n= 2 (P3, P4)

Inpatient unit & community=1 (P7)

Has a close friend or relative had EOL care in a hospice? Yes n=8

No n=2
Participants from each hospice Hospice 1 n=5, Hospice 2 n=2, Hospice 3 n=3
Location of interviews Hospice = 9

University = 1

Hospice induction and training

Hospice 1 = comprehensive induction programme includingpgob
training tailored to each @

Hospice 2 = half day induction, ghe-job training and a series of
training days for specific roles e.g. inpatient, befrienders and adv
Hospice 3 = induction programme, training for specific roles




Table 3. Graphic representationtbémes

others

It can be challenging I t 6s wh e| Managing death | The importance of
meant to be connection
It can Huge part of my life Deat h dd Relationships with
frustrating/tough frighten me patients
Questioning self am | benefit too Beliefs about life | Everyone should bg
| good enough? Am and death valued
giving enough?
How | manage the | The importance of Acceptance The idealised
challenge e.qg. faith, doing well and hospicel the
knowing my limits doing my best for supportive white
cloud

From the outside in
i changing roles

Managi ng
fears

The patients tell me
a lot

The value of
personal experienc
in connecting with
others




Table 4 Example transcript showing themes
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envi onment, sSoO
know what to expect too much
on my first shift. You get told
what youbdre gagd
didndt really
expect, how it was going to
work, so your first couple of
shifts you shadow somebody
anyway. So, y ¢
chucked in at the deep end of
your own. | suppose | was quit
wary because it was gonna be
my first time knocking on door
and meeting p¢g
never met before. It was that
first kind of experience with
deal ing with ¢

death and endf-life care and

Shadow another volunteer a
first

Felt wary at first meeting
new people

First experience dealing with

ot her peopl ebd

Being supported by
another volunteer

Managing
uncertainty

New experiences

Time Person| Text Annotations about what is | Emerging themes | Sub Themes| Themes
interesting/significant or
summary comment
So, when you first became a
volunteer about a year ago,
what were your initial reactions
to being in that role?
00.21.27| P: Erm, | was nervous at first. Nervous when first started
Ermél didndét rnewrole
done any kind of catering role Managing It can be It can be
before so not in this kind of Di dndét know W uncertainty tough challenging

Relationships
with
volunteers/
the
supportive
white cloud

It can be
tough

Managing

ot her 0

The importance
of connection

It can be
challenging

Managing death
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ot her peopl edsg
t hought, |  wa s
| was going, how | would deal
with that kind of situation if
family member was to ask me
something or | walk in and a
family member would be upse|
or something. That was kind o
my biggest fear, not being ablg
to help somebody. And the
practical stuff of setting the
trolley up and all that kind of
stuff, that di
all . 1 wasnot
that. | was nervous about
meeting the person | was
shadowing as welldrause |
di dndt know wh
gonna be like, how | was gonn
get on with them or anything
like that. But | was also really
excited to get
wait to get started.

families.
she would manage this.

Biggest feaii not being able

to help somebody

Nervous about meeting the

other volunteer

Also felt excited to get starte

Mixed feelings

i d

Fearful of doing
enough

Fear ofmeeting
other volunteers

role

Excitement at new

Am | good
enough? Am
| giving
enough?

Relationshipg
with
volunteers

From the
outside ini
changing
roles

It can be
challenging

The importance

of connection

|l t 6s whae
meant to be

And when you did get started,
what was it like meeting the
person you were shadowing?

00.23.00

Well, she was late [laughs]. Tg
be honest, my very first

experience of volunteering on

Initial challenges
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shift wasnot t
turned up and we were told,

fi ght on your first shift you
collect your badge and what
not, see i f tHh
paperwork in t
the reception desk and then yg
report to the
ward office, tell them that
youdre here an
and find whoevett is that
youbdbre shadowi
nervous about doing that and
when | did knock on the door,
kind of got scowled at a little
bit. It was a really busy night,
the person that | was shadowi
wasnodt there Y
much got told to sit in cheeel
and wait and i
up then 1061l h
coz thereds ng
show me what to do that night
And | was kind of sat there likg
6ohdé thatds ng
Anyway, she did turn up so
[laughs].

First experience of
volunteeriy wasnot

Got scowled at by nurse

Disappointed by first
experience

Initial challenges

Initial challenges

It can be
frustrating

It can be
frustrating

It can be
frustrating

It can be
challenging

It can be
challenging

It can be
challenging
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What did that feel like when
you had that experience?
That was my first kind of seein Saw nurses as different Different It can be It can be
the nurses as different people. people experience being g frustrating challenging
Yeah, thatvas kind of like oh visitor and
god. | almost nearly regretted volunteer
Coz | thought |Almostregretted volunteerin
wanted that same feeling that | T could put people off Initial challenges | It can be It can be
had when that nurse was tough challenging
comforting me that day. |
wanted that kind of
environment all the time, just t
be that whole kind of, like Wanted the same feeling shg
y 0 u id a l|@g woolly blanket. | hadas a visitoii wanted that | Wanted to connect] Idealised The importance
And it wasno6t |allthetime. Woolly blanket. | with the hospice / the | of connection
alright [name] turned up and nurses/hospice supportive
everything was fine after that white cloud

[laughs].




Theme one:lt can be challenging

A commonly reported concept was difficult experiences and challenges faced when
volunteeringHow participants managdehis and what hegdthem to continue volunteering
areinterpreted For example, some participants felt that faith supported them, beis ot

discussed the importance of recognising their limits.

One challenge wateelingthat they were not giving enough of themselves to the hospice

whether that be in their abilities or in time:

Ami tially | was ¢ onc egscopefdrsamebady thattvasr e wo ul

workingfullt i me and didndét driveo (P1)

It appeared that this participant felt others would be better placed to support patients and that
she was not O6good enoughd or did nadtto have th
volunteers experiencing a lack of confidence in the role and uncertainty about whether they

were meeting the needs of patients:

Al just felt |1 @éikewogiedmeEdi g utshe freilghti ntaldiemg

Others focused on their abylito fulfil their role to a good level due to lack of experience in

managing other peopleds experience of death

Al't was that first kind of expeélriwasm®edtwit
quite suré how | would deal with that kind sftuation ifa family member was to ask
me something or | walk in and a family member would betugdsat was kind of my

biggest fear, not being able to help some



Feeling that they were not gi vi ngsureoundingg h,
how to interact with patients and families could lead to volunteers fedittated, affect

their sense of worth and develop feelings of failitreould also lead to volunteers struggling

t o s atythedospice when they requested suplois could be driven by the above
feelings. This indicates the iIimportance of
views on boundaries, for examplense struggled when patients left the hospicevae

unable to maintain contact with therfitest building relationships:

fhereds a | ot of them t hat I 6d |i ke to

we

gi

own and theyo6re | onel yél 6Bdutl iwkeed rteo nkoete pa lil

(P4).

In contrast, other®cused more on the importamof boundaries

filt 6s about r et ai ni éagncetitbeeomesipérdohakyoutendtup o f

di

|l i ke part of i1it. Youodre part of that emot

need more supportthanthatpensé f you all ow that to take

Recognising limits as a volunteer was important to enable the continuation of support for
patients, howevesometimeshis was difficult, and participants needed a break from
volunteering to safeguard their emotionall-being Oneparticipant highlighted that the

length of time with a patient could impact differently on emotional-weihg
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Al thought | just need to take a I|little b
when youdr e, s o0 mebtaaouwle ofiveetismo retnBdstes gasc a n

four, nearly four and a half years. o (P7)

Other challenges included the lamkinformation from the hospicegarding patients

Al thought he was having a heart éhisttackel
physical features told me he was having a
and | shoul doév eéltwagearittletbibdnmbyed witb them t h a't

here We 6ve got to know how the patient, wha

This lack of information madthis participantt e e | scared for the patie
subsequent feelings of anger. This cawsult ina volunteer feeling as though they are not

important enough to receive information from the hospice or highlight a disparity between
paidstaffad vol unteers. As volunteers often did n
could be shocking if patients chose to disclose this information and talk more openly about

the end of life. Some participants described situations where it was harddgetasi

Al have cried ¢éhewdstetinyme that he svas gonia balgetting
married and he was telling me all what was wrong withéhirjust started crying and

|l went away. | said, Al &m sofPB)yo | sai d,

Although hospices in the Ukegularlyfacilitate weddings, this could have evoked feelings of
pity from the participant related to the life that this patient would be leaving behind. Multiple

participants described the natural human reaction of managing death:



AYoubdre not hiuemah if .yosi deadt¢P5)

Some participants described thinking about themselves as the patieimow this affected

them:

Abudre bound to sort of reflectéyou start

(P3).

P4 also considered mortality:

A | Kklats@me of these patients and you think to yourself why them and not me?

Especially i f theyodére yoB4g, you think ho

These comments indicate that an individual can go through life not considering death but
volunteering can bring thto the forefrontbone ds mi nd and encourage ¢

mortality.

Despite the number of challenges volunteers faced, participants described things that
overshadowed the challenges and made them want to continue volunteering. One

par t i caithpsappdrtédder in managing the challenges of death:

Al candt feel depressedeaxebodt |deaevatsh.anl add
know h o weljus tthinkdhatgleath is an inevitable partoféfe t 6 s not t he

enct | thinkthatkeepsen sane about all ®Xe death and



Someparticipantsaccessegupportfrom other volunteers:

AWel I, i f we find ourselves emotional éwe
webre quite open wit hé eveamtahe estdntoljust about ho

withdrawing for a shorttme And di scussing til we, unti |

Others wutilised a more formalised support sy
sy st e moé vduateef) madililatedeelings ofsecurity withintheirrole:

Al think knowing that theyodore there and t
i mportant ésometi mes you think, mmtabms | do
not something you necessarily want to take to the hospice. But yaustanrj it past

somebody el se thatés doing the same rol eo

't is unclear whether ea@é$tabllslhed pi ce site had

Themetwo:l t 6s where | 6m meant to be

The hospice being a huge part of wveolonteersmt eer s o
and how they benefit from their role are captunece  The volunteersdéd jour
and how i mportant they f eel passedGhanginfgomles t hem t

from visitor to volunteer and O6moving from t

Participants talked about the hospice passionately and many expressed it being a huge part of

their liveswith their role providing them with satisfactioBane participants appeared not to
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be content in their dato-day life therefore the hospice provided them with an opportunity to

feel fulfilled:

Al hate my day job and | dondt have any |
done somet hidng valuabtetl Gasry tlraewithanre for the rest of the

weekt hat 6s my 1| ittle recharge every Sunday

It provided participants with something valuable and meaningful to draw upon in other areas

of their lives. Some talked about it beiogntral

it he main thing in our lives. reallyéall
Indicating that they would donate their estate to the hospice shows the importance of the
hospice in this participantodos |ife and how h
of being connected with the hospioeboth life and deathOne participant fervently

discussed volunteering in the hospice as something that was meant to be:

Ait was something | somehow felt drawn to

home, really at home. 1tdés |i ke |1 06ve al wa

For this participant iseemed thathe had discovered more of herself since volunteering and

that this had lavays been a dream for her:

I wish lIl,0bdngoagok&ngry ti me we went past

=1

3t

one day | 6m goi®mB8).to volunteer thereo



It appeared she felt she belonged in the hospice and it was a place of comfort and community.

Others talked about the personal benefits of voluimgekany felt it was rewarding, a

privilege and communitgpiritect

Al do enjoy itéwhen you go home at night

youbdbve dR2ne thiso

Some felt that the tepice instilled hope and reminded them about the goodness in:people

AThi s place has given me hopeél donét Kknov
gathering of human beings that are absolutely chuck full of kindness and humanity

and sympathy and empathydan j ust wonder f ul peopleo (P1C

This showed that participants got back what they put into the hospice as there were defined

personal benefits. This may have helped to mitigate against the challenges.

Some participants felt that it was important to delwn their roles, for example fulfilling
patientsd needs and copi ng -oflifedetting.lhe emot i ons

volunteer driver found a patient dead when he arrived to pick him up and said:

AThat was itél di cehmndomdtcrkinmlwl evhen hamy tl hihrag

[ t hi nk | went homeél canot remember. | t
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He minimised this experience and porgdshat this had not affected him. He may have felt
he would not be effective in his role if he let his emotions show or it could have been a

coping mechanism to enable him to continue:

Al think you just get i mmun attheaheri t . It ju

Because, if you Ilet it play on your mind

Others felt as though doing well meant making patients feel comfogatilbeing very

considerate of their needs:

AYoudbve got to make serpegpluedoYoduomoe emavth €
faceéSo, itds trying not toéYeu drvernoti ttors

to be inP®heir faceo

Most participants experienced being a visitor in the hospice prior to volunteering. They
discussed changingles from visitor to volunteer, the reasons they wanted to do this and

what it meant to them:

fié when | came in, recognised the people as | say some of the nurses who were
caring for my wife were still here and still are. So, | felt that was nice, youwdkn

(P7).

Some participantganted to maintaia connection with the hospice and be closahtar
loved onesTheydescribed their experiences as visitors and how they had developed as

volunteers:



Al waséinconsolable atiti wé$ hame imether s
and |1 6d have éljustedlywamediad thelplaée hedns j ust sucl
comfortingplacé|l 6d said to my friendeéedl want t

want to give somet hi ng & washkbsalutely marvellous k

and you just couldné6t have asked for bett

involved in the hospice, so | dido (P6).

However,this participantlso discussed the hospice being different to what she had

experienced aa visitor andhat this was difficult taccept:

AThat was my first kind of seeing the

regretted it. Coz | éwanted that same feel

comforting me that day. | wanted that kind of environment all the time, just to be that

whole kindo f |l i ke youdre in a big woolly blan

This participant felt that the nursing staff did not have as much time for her as they did when
she was a visitor and it appeared that she felt less important totheswas a shift in thei
relationships she had to learn to manage. Overall, participants had a strong desire to be part

of the hospice community and reaped benefits from volunteering.

Theme three:Managing death
Vol unt eer s 6 v hoebeisdgfrighteneddby itate diguaseddwithin this theme,

including beliefs about life and death and how these impatttefnlfiiment of their role.



Thissectionalsdi scusses acceptance of | ife and deat

manage patients6é fears about dying.

Particpants expressed how death not frightening them enabled them to effectively support
people at the end of life. P10 described differences between her perception aindieditier

peopl eds views on death:

fASome people are terribly afraid of death, theyddan want t o be anywhe

yet i1t can be beautiful when pePLp)l e are s

It seemed this participant had considered pe
help her to support patients and famili®kae described why she is not frightened of death

and how she managed her feelings around this:

Al just think none éWhasdésave bheywicobht hap
firm believer that you dondét get bigger p

| suppose thatoés perhaps faith based in a

She appeared to value having a faith that supported her to make senseageanith death.

Othersspoke about death more frankly:

3t

|l just accept ((P9fe and death as it iso

=1

I blank it, it doesnodt nbdoh dye@Pd)imeo at al |l é
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Participantsdiscussedheir personal beliefs regarding life and death. P2 described death and

illness not discriminating against people based on their status within society:

Aéas you know with cancer it doéetsmét stop.

retired head of a gth form college in the front and in the back, | had a binman. A

road sweepe¥ these people went together in the hospice and they were all one really

because whatever they @do@2in their 1ife,

This participant considedp eop |l eds r ol es iThisssoodout® hip asan d
meaningful experience. Another participant spoke about a hunger for life and being grateful

for the time you have:

Al think with | ife youeélawayssawergreategtv er vy
gift is the fact youbve been born. You
|l ife and | find you can, you can have
or sicko (P8).

Quiality of life was important, anBé8tries tosugport patientsto have the best quality of life

possible.

Some spoke of their beliefs that death was meant for older people. Multiple participants

discussed finding it more challenging to accept the dying and death of younger patients:

Aéwhen i tobdsy syoonuenbg wi th a young family

equ

d a

k n

a q

t he

they? So, in some ways theydbve been robbe
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ifeée Wher eas somebody whoébt gstsatdewhengrandb

but |l east, tHW&tos I|ife isndt 1 t?20 (

It seemed that there was more of an acceptance amongst participants when the patient had

experienced a full and long life.

Participants also discussed patientsd experi
their hospice journey. Participantlescribed how they experienced patients when they first

came to the hospiemdh ow pati entso6 fear subsi ded:

AThey come in so trepidation and then you

homeo (P8).

Participants seemed to work harditake patients comfortable and wanted to distildear

Some felt this i1initial fear was due to peopl

Altds the word hospice thatd pus snat hiong off
thatd | denawagompset or thinking about it

calm, 1itdés a nice, calm place. Therebds no

One participant described conversations with patients about the perceptions of hospices:

AThere was only conveation yesterday amongst patients. Saying please distil the

myth that a hospice is somewhere to go to

moreo (P8).



This could put responsibility onto volunteers to share their experience of hospices within

their communities.

Participants found that some patients were at peace with dying:
Aésometi mes itbdbs those | ast weeks ettohat gi
make peace with their family and say good
chaggeHe sai d, Aoh | 6ve said al|l my goodbyes

gosh thatoés marvellous isnét it to be abl

This participant was sitked that a patient would be at peace with dying and may hare
often,experienced patients being fearful of death. However, she also spoke about her general

experience in the hospice which indicated that patients do tend to be at peace:

AThereares ome tears shed but very often there

Another participant described the importance of being alongside patients during their time in

the hospice:

Al never used to |ike to think that anybo
break, go and have a cup of tea with someone you know just to be there. And the

family would come t hen, and | 6d just go w
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This also indicates this participantos beli e

ones and volunteers should have an understanding of their pligicim the hospice.

Overall it seemed that participants managed death well and had strategies to assist them with
this. However, certain experiences were more difficult, such as seeing yoatgatp
approaching the end of lif@articipants were able to speak openly on their beliefs about life

and death.

Theme four: The importance of connection

A widely reported concept across participants was the connection that volunteers form with
patiens and the relationships that form between volunteers. Also included is how volunteers

feel everyone should be valued, the importance of support, flexibility and how much patients
share with volunteers about t h adnalexpedenceo n a l I
of death and dying and the impact of this on their role is considered. Some volunteers

appeared to hold the hospice in an idealised light due to their own connection with the

hospice and this is also discussed.

Participants discussedetistrong connections and relationships fednvith patients.

Volunteers can spend extended periods of time with patients:

AYoudre tal king about r elwaeteiko mpsefriiposd ot h aPt3 )g

This indicates that the length of time darpact on the intensity of the relationship. Forming

long-standing relationships with patients can be challenging when thgs end
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Altds very wupsetti ngtnmareo thatladg foryivteedweeks b e e n

and then they goésiitxbtse ean swheaenkes whoenme tthoe an

It can be challenging for volunteers to manage the high turnover of patients after getting to

know them and supporting them. This is understandable as one participant explained:

ASometi mes they share some quite private

In socialrelatonshipsmore generallyif someone is sharing personal information it can form
stronger connections #sis shows the development of tleationship Participants discussed
how they connected and formed good relationships with patients:

Al t hi lelstobeiarlistening ear and let the patients talk to us about things

that perhaps they dondét want to burden th

Although this could also be an emotional burden for volunteers, some participants spoke

about the enjoyment they globm connecting with patients and meeting new people:

At 6s a | earning cur veeéyo ueé pedplewithsoonargt hi ng

differenttalestotell f i nd it interestingo (P2).

It seemed that volunteers would become acquainted with many{gadied needed the

quality of confidence to initiate that conversations:



iéyou dondét know who they are. But itds |

i f you willo (P3).
One participant described reciprocity that developed in her relatiowsthipatients:

AWhen she was in the hospital shedd be sa
corridorsonyourowa és hedbés worrying about meéso you

way® They get to know you and care about you as much as you hopefully care about

themo ( P1) .

It seemed important for her to know that she was valued by the patient. Reciprocity appeared
to be reflected widely in relationships between volunteers and patients and sometimes with

family membersPaticipantscould form quick and safe connections with family members of

patients:
Al just talked to her and just while she
and she was crying but it wasélike a |itt
Just thinking that, theredéds me who she on

opemm with me and then she was hugging me al

It seemed important to this participant teapport wagprovided for family members and he

appeared to find the moment special. He described another experience:
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Al 6d si t wi t hheWwduldjustafflbagl and bedn tgars ant you ksiow

she would just be letting it all, because she was under tremendous pressure and

stresso (P7).

With family members that volunteers have connected with, it can be challenging to identify

when to cease comunicating with them after the death of their loved one. P1 managed this

by being guided by the family:

Ailf they wanted to cut off dead, you know sort of when the person passe8uire

they need a |little more soirtth of hafPDavd ywe le

However, the f anmefldctywbasis mostsuitable forahe volurdeter.
Participants discussed the value of connection with other volunteetiseahdspice. Some

felt that the hospice provided them with communitg &ulfilment in life:

Al do think you have to seek out communit

Similarly, P2 said:

Al dondt haéVSe,any 6lsolluises a way, 1t just

and get ¢P2dme out 0O

P4 described the togethess of staff and volunteers:
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inltos | i ke webdre all a teaméthereds no di

Webre altogether there with the(@Ppatients

This indicates the value in paid staff and volunteers being treated equally and supporting
volunteers to feel valued and connected to the hodpactcipantsvalued the connection
with and enjoyed their time in the hospice. P3 feared that this wouldased on previous

experiences volunteering and said:

AThat 6s what | 6m frightened of hereéthat vy
onéls that being napve of me? That everyt

(P3)

It seemed as thoughistparticipant had idealised what the hospice should be likelidnabt

allow room for error. However, thdyadawarenessof this which is important.

Connection played a huge part in the volunte
hospiceHumans seek connection and, for some volunteers who lived @lpnayided them

with a community that they were not receiving elsewhere.

Discussion

Main findings

Being a palliative care volunteer impacted on emotionatleshg positively and negatively.
Positive impacts incl udebdedf eaenld négt héei tidnsp owhtear
connecenhanced hel vol unteersdé | ives in a variety

have a positive impact as it helped participants to understand their beliefs about life and death
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thuscontributing to personalevelopnent however they also had to find ways to manage
patientsd6 fears about deat h. Negative i mpact
role brought6 i t ¢ an béThasdaaelinhpertarg domsigerations in understanding

supportvoluntees could benefit from.

Strengths and limitations

This study aimed to give palliative care volunteers a voice about how their role impacts on
emotional weHlbeing to widen the evidence base. Hospice staff did not know which

volunteers were partigating unless the volunteer chose to disclosevthish provided an
opportunity for participants toonfidentiallysharetheir experiences. The data collection

process was flexible, with the intervidacationchosen by participantshis couldhave

suppated the uptake akespondents and contributed to the sufficient data collected. Hospice
volunteers were consulted on the research materials and suggestions were incorporated. This
involved them in the research design which has been argued to improwelitye af

researc(b3). The CORE@b4) reporting guidelines were adhered to.

Participants may have felt a loyalty to the hospice, therefore could have focusedmore
positive experiences. The ssilection of participants mpdhave meant that those who
participate had stronger or more positive views and may not have been representative of the
wider volunteer populatiorzor amore balanced viewnd to understand the wider

experience of palliative care voluntegtsmay havebeen useful to interview volunteers who

had ceased volunteering they may have found the role more emotionally challenging.
Participants were obtained from a limited number of hospices due to time consitaints
participants wergvhite British so theravas little demographic variability, however this is

representative of the palliative care volunteer population in the area. Hospices in other areas
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may have more demographic variability gabsiblydifferent experiences. This limits the
transferability © other settings; however, homogeneity is a feature of IPA, so this is not

problemati¢47).

What this study adds

Difficult experiences were centralthat o vol unt
challenging experiences can include seeing suffering, particularly in younger

patient$55)(56), time constraints for volunte€&y), not feeling confident in communicating

with patients andttheypwere wlélling ther mlE8) Theseaversaso f e |
identified in the current research. Addition
being able to do 6enoughdé for patients and c
were identified. This included some partiaipgreporting a lack of information about

patients difficult and could affect them doing their role effectively. Nurses have supported

this by indicating that feeling that volunte
how they could support theeffectively(59). These additional challenges are important as

restrictions on information, and possibly on what volunteers can do with patients, could

adversely affect the impact a volunteer can (B®eand it can be helpful to prgarn

volunteers about patients with physical disfigurem@its

Previous research has identified boundary challerigesxampldahe patient not wanting the
volunteer to leave could be difficult tnanagé57). Being able to emotionally detach from
patients has been found to be an effective coping strategy fo(@mwilst others use
strategies Wwich could be categorised as meaningking through appraigl7)(32)(56),
problemfocused coping or emotieiocused copingb7)(32). The current study highlights

boundary challenges with some volunteers wanting the hospice to allow the maintenance of
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relationships with patients after they Haft the hospice in contrast to others who discussed

the i mportance and challenge of boundari es.
boundaries as it could be a challenging balance when trying to maintain positive relationships

and recognisig personal limits and risk of burnout. It was important for participants to learn

how to manage emotionally to enable them to continue volunteering. Personal faith was

i mportant for one participant, however she a
respected; this is identified as meanmgking through appraigai7)(32)(56). Others used

internal support mechanisms, for example speaking with volunteer coordinators (problem

focused coping) or other volunteers, friends and family (emdtionsed copindb7)(32).

Previous research hasdussed some existential considerations for volunteers in palliative

carg€62) however, there has been little research into the effect volunteering in palliative care

has on the individual 6s beliefs about | ife a
psychosocial benefits of volunteer{B§)(64). Most participants in the current research

expressed that death did not frighten them which enabled them to volunteer. They also

discussed their beliefs about life and death and that volunteering sparked existential

considerations.

Previous research has identified many positive impacts of being a palliative care

voluntee(65) including how the development of empathy, compassion and acceptance can
positively i mpact (58)6& aswelllasutmetdevaopreedt ofmisathseof | i f e
happiness and feeling useful, thus being personally rewd6@)}i§6)67). It is also widely

reported that volunteering is positively associated with better emotionab&ieli during

older age; this could be due to a sense obaplishment and a bigger social network

therefore indicating personal gai8). The current research supports these understandings of
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the positive impact of volunteering of emotional wa#ing including how volunteering is a

huge part of the volunteersd | ives.

Connetion between volunteers t af f and patients were central
Closeness could be represented by hugging, holdingslaawidcrying togeth€b6) and

reciprocity within the patiertolunteer relationship is also sho{®8). Reciprocity is an

outcome of social exchange and can influence social support, physical and psychological
well-being, particularly later in lii@9). The role of a volunteer is social in nature and

relationship building is important to both volunteer and pgfi@)tVolunteers also built
relationships with patientsdé families who ha
of characteristics and qualiti&4), indicating that they valugmeir input. The current research

supports the importance of closeness, connection and recifgsetigerpatients and
volunteersandenabled volunteers to feel valuedlassty coul d recogni se pat
do things that would be useful and appreciated. The current research showed that it was

important for participants to feel connection to the hospice itself but also to other volunteers

as this could provide anotheyer of suppo(60). The personal growth experienced by

participants could counteract stressful or challenging experiences within thé2joleis

i mportant for hospices to understand the asp
highly to be able to promoteiths f ur t her thus i mpacting positi

well-being.

Recommendations for future research, policy and practice
Policy makers and practitioners should consider running focus groups with volunteers to
discuss helpful coping mechanisms, where they might seek professional support and channels

that could be accessed to discuss patients with whom they are strugglsgodldiidentify
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gaps in knowledge and availability of support. Reflective pragticaps led by clinical
psychologistscould be useful for volunteers to discuss patients and families. Clinical
psychologists would be well placed to deliver #nslareincreasinglyprovidingthis to paid

staff. Reflective practice groups could baspace for volunteers to bring difficulties or to

teach and discuss different aspects of therapeutic relationships, for example alliance ruptures,
the emotional impact this ctsibhaveand repairing ruptures. Similar strategies have been
useful in supporting nurses in oncology and palliative care, for example providing education
and training in how to manage stress, process emotion and learn from their exp@i@nces
This would help to foster resilee in volunteers and, as working in palliative care can be
challenging due tdeathexposure, it is important to promote resilienceraaailable
resourc€/4). However, it is notedhat service pressures can limit the opportunity for such
groupg75). Clinical psychologists would also be well placed to discuss common fasprs

to combat feelings of not beirigood enoughor na having enough skills. This could

support volunteers to understand thaspecific trainings requiredo support someone at

the end of life as the relationship with a patient is most important. As volunteers spend the
most time with patients, it maysal be useful to help them identify when a patient seed

extra support and a referral to psychology.

Future research could focus on gender differences between volunteers and how they

experience their roles. Research with people who decided to stop eoingtaay also be

useful to understand if there were any particular challenges or stressors.

Conclusions
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The current study offers insights into the i
being. Although there are psychosocial benefits for volunteersalgagmportant to consider

challenges andffer ongoing support to help volunteers mandgesé challenges.
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Appendices
AppendixA 1 Guidelines for publication

Palliative Medicinelnstructions to authors

PALLIATIVE

At Palliative Medicineve want to publish the highest possible quality of papers. MEDICINE
Our instructions to authors therefore focus on what we want you to do to
enhance the quality of your research reporting. We only have spacedand 20% of

papers submitted to us, so paying attention to high quality research reporting will enhance
the chance of us being interested in your paper.

There are TWO mandatory uploads together with your paper: tleporting checklistfor
your study type and theauthorsCrhecklistto acknowledge that you have followed the
instructions below.

These instructions to authors fall into four main sections.

First, an explanation bthe type of papers we are interested in so you know you are writing
for the right journal. Second a clear description of what we want to see in your writing
which you will need to take account of when you are drafting your paper, to promote the
highestpossible quality of reporting.

Third, specific instructions on formatting etc., as well as more detail on reporting
specifications to meet journal and publisher style requirements.

Fourth,information on how to submit your article and what happensaffou have

submitted it, including information on Open Access options and publicising your published
paper.

1. What type of papers do we want to publish?

a) Palliative Medicines a highly ranked, peeeviewed scholarly journal dedicated to
improving knowledge and clinical practice in palliative care. It reflects the 4alisktiplinary

and multiprofessional approach that is the hallmark of effective palliative care. Papers are
selected for publication based on their scientific excellence, caniob to knowledge, and

their importance to contemporary palliative care. We welcome papers relating to palliative
care clinical practice, policy, theory and methodological knowledge.

b) Palliative Medicindgs an international journal with authors, revieweasid readers

from around the world. You must make sure that your work is contextualised for such a
readership, and where research is conducted within a single country, how the results
contribute to an international knowledge base.

c) Palliative Medicines a research journal, and primarily publishes papers which report
original research and systematically constructed reviews. We also publish short reports,
service evaluations/audits, research letters and case reports occasionally, but if you are


https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
http://journals.sagepub.com/pb-assets/cmscontent/PMJ/PMJ_new_checklist%20Nov%2018.docx
http://journals.sagepub.com/pb-assets/cmscontent/PMJ/PMJ_new_checklist%20Nov%2018.docx
http://journals.sagepub.com/pb-assets/cmscontent/PMJ/PMJ_new_checklist%20Nov%2018.docx
http://journals.sagepub.com/pb-assets/cmscontent/PMJ/PMJ_new_checklist%20Nov%2018.docx
http://journals.sagepub.com/pb-assets/cmscontent/PMJ/PMJ_new_checklist%20Nov%2018.docx
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consideringsubmitting these types of papers please take time to read our specific guidance
on them below.

d) Palliative Medicings the official research journal of the European Association for
Palliative Care and a journal of the Association of Palliative Medicine. This Journal is a
member of tre Committee on Publication Ethic$his Journal recommends that authors
follow the Uniform Requirements for Manuscripts Submitted to Bialical Journals
formulated by the International Committee of Medical Journal Editors (ICMJE).

2. How do we want papers to be written?

All papers submitted t®alliative Medicinare scruthised carefully by a number of

members of the editorial team before being sent for external peer review. A substantial
number are declined at this point, before peer review. Common reasons are that the papers
report work which does not appear to be noveldones not add to knowledge explicitly, or

that the design or methods of the study are not appropriate to the question posed or poorly
reported. We strongly suggest therefore that this information on writing and reporting is
followed whilst drafting your aper, well before you consider submission to the journal, as
there is evidence that this will enhance the clarity of your writing and message to readers.
The SAGE Author Gateway has some general advieeveto get publishedplus links to

further resources.

a) Reporting guidelines All papers must be written following appropriate reporting
guidelines, and a reporting guideline checklist indicating where required elements are found

in the manuscript must be uploaded at the time of paper submission as a mandatory file
(excluding resarch letters). A full list of reporting quidelines is found dhe EQUATOR
network website Guidelines are known to improve the quality and comprehensiveness of
research reporting, and we expect all relevant aspectghef guideline to be followed.
Common guidelines include CONSORT (with any relevant extension) for trials, COREQ for
gualitative research, PRISMA or ENTREQ for reviews. Interventional studies must also
describe the intervention according to the TIDieR glingss.

b) Thekey messagesf the paper must be easy to see and interpret for readers. For this
reason we ask you to pay close attention to the title, structured abstract and key statements.
For some readers this may be all they look at to decide if #reyinterested in your paper,

so they have to be informative, accurate, and meaningful to clinicians, researchers and
policymakers. We have recommendations on titles, abstracts and key statements which are
designed to improve the discoverability and usipibf your papers and it is important that

you read these and incorporate them into your manuscript.

c) Full details okthics/research governance/data protection approvatsust be given,
with reference numbers, full names of the committee giving apptpand the dates of


http://publicationethics.org/
http://publicationethics.org/
http://publicationethics.org/
http://www.icmje.org/recommendations/
http://www.icmje.org/recommendations/
http://www.icmje.org/recommendations/
https://uk.sagepub.com/en-gb/eur/how-to-get-published
https://uk.sagepub.com/en-gb/eur/how-to-get-published
https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
https://www.equator-network.org/reporting-guidelines/
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approvals. If research ethics committee/IRB approvals were not required for your work please
reference the law or regulation granting exemption, and/or submit a letter from the relevant
authorities granting this study exemption. Thisish be clear within the body of the paper.

We expect in all circumstances that the highest possible standards of research ethics and
governance are followed and demonstrated throughout the paper.

d) Thediscussion sectionf your paper must be structuredp enhance reade@ability

to find the information about your work and its applicability. We ask that you provide clear

subheadings which address:
i) Main findings/results of the study A short statement of the principal findings of
the study should be presented.
i) Strengths and weaknesses/limitations of the studyA discussion of the
strengths and weaknesses/limitations of the study with reference to other studies
or reviews in this ara.
i) What this study addsA discussion of what is already known about this
topic area and what this research/review adds, and a clear discussion of the
implications of the research/review for clinical practice, theory or methods in this
area. We suggeshat you raise further research or review questions.

Specific instructions on titles, abstracts, keywords and key statements for all papers

a) Titles. A significant proportion of readers come to tiRalliative Medicinesite by
running simple searches. 8 A YLR2 NI I yi GKSNBFTF2NBE GKFaG |y

N

FoadNF Ol IINBX gNRGGSY ( BeashSenghesiiYouynust EnBuredhath a O 2 ¢

the main key phrase for the topic is in the article title. Make sure the title is clear, descriptive,
unambiguous, and accurate, and reads well. Titles must include details of the methods used
within the paper. We do not recommend the use of country names in titles as there is
evidence this can restrict readership, countries can be mentioned in the absiiaere is
evidence that putting the findings of the paper in the title can attract readership. An example
of such a title would beintervention A leads to a greater reduction in (primary) outcome x
for people in their last year of life, compared toeiention B: A pragmatic randomised
controlled trial or The experience of X is challenging for family carers of people with advanced
cancer: An ethnographic study

b) Abstract Key tips for discoverability include repeating key phrases within the abstrac
and between the abstract and keywordshink about the key phrases you would type into a
search engine if you were searching for the article. Repetition of a particular key phrase may
strengthen the ranking of the article. Please read and follow thesedegjnes:
http://www.uk.sagepub.com/authors/journal/readership.spAbstracts should not contain
abbreviatons or references. All our abstracts are structured, and should follow the formats
below. There is some flexibility for audit/service evaluation as it is important that these are
not presented as research:



http://www.uk.sagepub.com/authors/journal/readership.sp
http://www.uk.sagepub.com/authors/journal/readership.sp

i) Research Paper/Short Report/Audit/Servicgdtuation abstract (250 words):

Backgroundldentify the issue to be addressed, current knowledge on the topic
and some indication of its relevance and importance to clinical practice, theory or
research methodology.
Aim: A clear statement of the main search aim(s), research question(s) or
hypotheses to be testedesign A statement about the research strategy
adopted. For intervention studies, a clear statement of the intervention is
required. For clinical trials, the trial number should be givene Ginef details of
data collection methods. For interventional studies please add a sentence about
the intervention tested.
Setting/participants Indicate the type of setting(s) the research was conducted
in (e.g. primary/secondary care), the number eftres, and who participated,
including a brief indication of inclusion/exclusion criteria, numbers of
participants and any relevant characteristics.
ResultsReport the main outcomes(s) or findings of the study. If appropriate, report
levels of statistical significance and/or confidence intervals.
Conclusionddentify how the aims have been met, and the relevance of the findings
for clinical practice, theorgr research methodology. Give suggestions for further
research.
i) Systematically constructed review abstract (250 words)

Backgroundldentify the issue to be addressed, current knowledge on the topic
and some indication of its relevance and importance to clinical practice, theory or
research methodology.
Aim: A clear statement of the review aim(s).
DesignA statement about the revie strategy/methods adopted (e.g. meta
ethnography, realist synthesis, systematic review, rratalysis). If
prospectively registered (e.g. on PROSPERO), this information should be given
here.
Data sourcesState the data sources used (including yearscesd). Include a
statement about eligibility criteria for selecting studies and study quality appraisal.
ResultsReport the main outcomes(s) /findings of the review.
Conclusionddentify how the aims have been met, and the relevance of the findings
for clinical practice, theory or research methodology.

i) Case Report and Case Series abstracts (200 words)
Both abstract and full submission should follow the same structured format of:
Backgroundincluding existing evidence, literature and redtcases in the public
domain)
Actual casencluding details of the practice challenge and details of ethical review
Possible courses afction
Formulation of glan
Outcomewith timescales and how success /failure was judged
Lessons from the case

View on research problem®bjectives or questiorgenerated by the case
c) Keywords. Please give at least four key words, and up to eight. At least one should be
subjectrelated, and at least one relate to your chosen research design. All keywords should
be MeSH headings and should be checked against this list http://www.nlm.nih.gov/mesh/.
Please provide a justification for any keywords which are not MeSH headings.



d) Key statements
Palliative Medicindas a system where all research and review pafeos letters) are
required to state clearly what is already known about the topic, what the paper adds, and
implications for practice, theory, or policy. You are required to give these at the start of the
manuscript, as part of your manuscript text. Please these three specific headings (see
below), with 13 separate bullet points for each heading. Please use clear, succinct, single
sentences for each bullet point rather than complex or multiple sentences.

What is already known about the topic?

Short statement(s) about state of knowledge in this area.

You may highlight both what is known and what is not known.

Be specific rather than making broad or sweeping statements. Avoid statements such

as 'little isknown about ... x or y' in favour of statements specifying exactly what is

known.

What this paper adds

Short specific statement(s) about what this paper adds.

These should be styled in terms of outcomes where possible (This study

demonstrates that x it@rvention has a (specific) impact on y outcome) rather

than study aims or process, (This study considers whether x intervention has an

impact of y outcome).

Be as specific as possible. Avoid broad statements such as 'New Knowledge is

added about ... ',ather be specific about exactly what this knowledge is. For

example, rather than 'We add to the knowledge base on x' we would prefer the

more specific statement 'x variable was found to increase the experience of y

outcome (by z amount)'.

Ensure that thee statements clearly relate to the findings of the study.

Implications for practice, theory or policy

Short specific statement(s) on the implications of this paper for practice, theory

or policy. These should clearly draw from the findings of the stwtthput over

stating their importance. to an international readership.

Specific guidance on paper types and word limits

a) Review Articles¢ 5,000 words. The reviews we publish are usually systematically
constructed reviews, clearly following the redat publication guidelines (such as
PRISMA, RAMESES or ENTREQ) for the particular review style chosen. We are happy to
consider a range of review types (systematic reviews, raetaysis, metaethnography,
realist review for example) for publication, butdy must be methodologically clear and
rigorously conducted. If reviews are registered (e.g. on PROSPERO
https://www.crd.york.ac.uk/PROSPER®@is should be stated and a link given within the
paper. Please ensure that you include a PRISMA type flowchart for all reviews to enable
readers to understand your search processes. All reviews should include sufficient detalil
on review question, inclush and exclusion criteria, search strategies, data extraction and
synthesis methods (as appropriate to the review design) for the study to be replicated.
Please include a table of included studies. If some of these are large, you can consider
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adding thema supplementary online only files, but these must be referred to within the
text of the review. Please note our specific requirements on review abstracts above.

b) Original Articles¢ 3,000 words with up to six tables or figures. Original articles must
report robust, ethically conducted research. We publish research using a range of designs,
as appropriate to the question posed. Please see general advice above for information
on the relevant reporting guidelines which must be followed, and our title @istract
requirements. Please also look at instructions for short reports and research letters which
YEe 0SS I o0SGAOSNI WFAGQ F2NJ LI LISNA NBLIR2NIAyYy3

For trials and interventional studies, we expect that the intervention is fully described using
accepted guidelines (e.g. TIDieR) as well as being reported according to the appropriate
guidelines (e.g. CONSORT or one of its extensidraljiative Mediaeendorses thdCMJE
requirementthat clinical trials are registered in a WHOapproved public trials registry at or
before the time of first patient enrolment. However, consistent witle #ll Trialscampaign
retrospectively registered trials will be considered if the justification for late registrasio
acceptable. The trial registry name and URL, and registration number must be included at
the end of the abstract. If the protocol has been published this should be referenced within
the paper.

For papers reporting qualitative methods we prefer pegpwhich state their particular

gualitative approach (e.g. grounded theory, phenomenology, ethnography etc.) and

articulate their methodological (epistemological and ontological) position, how this relates

to their question and design, and whiphesentad 2 OF f f SR WiakA 01 Q RS & ONJ
interpretation of their findings clearly. Participants' quotations may be excluded from the

word count, and we prefer that they are integrated into the text rather than presented

separately. We still prefer, however, thitese quotations are succinct and carefully chosen

¢ it is rare that more than one quote is required to illustrate the point being made.

Papers which report primarily the development or testing of scales/measures or
guestionnaires must include a copfthe relevant instrument as a supplementary file (with
translation into English if appropriate, as well as in the original language), and such papers
will not be accepted without such a file. Authors are expected to obtain any copyright
permissions requed for such reproduction.

For research articles, authors are required to state in the methods section whether
participants provided informed consent and whether the consent was written or verbal. Full
details of all research ethics committee (e.d@)JRnd/or organisational governance

approvals must be given within the body of the text with reference number and date of
approval. If such approvals were not required, information about the exemption from this
(and on what authority) must be given withilne text of the paper.

The date(s) of data collection must be given within the paper. If your data were collected
more than five years before submission we expect a strong justification for why reporting
these results is still relevant to tHealliative Medicinereadership.


http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
http://www.icmje.org/recommendations/browse/publishing-and-editorial-issues/clinical-trial-registration.html
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c)

d)

Short reportsg 1,0001,400 words. These should report research, but are usually small
scale survey/pilot/feasibility studies etc., which would not warrant a full original research
paper. Please see the original article sectiboae for general instructions.

Case & Case Series Reporfsgood case report, greferably a case serigsan inform

an important part of healthcare development and improvement through the creation of
links from practice to research and back to piree. To do so it must provide close analysis

of practicebased examples, giving insights into what happens in clinical and other
practices when empirical evidendrmsed options have been exhausted, and identify
potentr £ W3I2f RSY y dz3 JudhéraeSeardhexploratdn/ L2 &G F2NJ T

Palliative Medicings a research journal. As such we are interested in case and case
series reports which achieve these goals. We publish case reports to highlight issues of
practical intereseandidentify research questianfor further study. Research focused
learning points must be explicit within the report.

We understand a case series can legitimately be identified and analysed retrospectively,
particularly in areas of evolving and challenging practice. Howeverp@ctse planning

of data collection will usually strengthen the findings and implications and if so if you

are planning a case study series using prospective research methods please review this
methodological paper
http://journals.sagepub.com/doi/pdf/10.1177/026921631141988Ad consider

whether to submit your work as a case series report or anralgesearch article, with
appropriate justification of your choice in your covering submission letter.

Essential elements of a case or case series rep&alimtive Medicine:

A There must be a clear practitmsed challenge that the report seeks to
address: the challenge may be related to physical (e.g. medications and
symptom control), social, psychological, spiritual or ethical issues but it
must be a challenge faced in fronii palliative care practice.

A Evidence of reasonable international literature review, including other
case reports or series on the same / similar subject matters must be
included as must evidence of seeking to identify consensus of practice
internationall regarding comparable cases.

A When similar cases or case series have been previously published then
submitting authors are required to create a referenced case series from
the previous cases as background to their own and to highlight how this
informed adions in their own cases. In addition, submitting authors
must justify how a further publication will take the field forward.

A The actual cases should be presented briefly (150 words or less is
recommended) at the start of the submission, followed by ujotar


http://journals.sagepub.com/doi/pdf/10.1177/0269216311419883
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possible courses of action posed in response tolftézS & G A 2y W2 K I (
g2dzZ R 82dz R2 ySEGKQ

A A clear explanation of how a plan was prospectively formulated to assess
the options and manage the case must be given. This should include the
theoretical basi®f any interventions and the underpinning
reasoning behind decision making.

A Explicit details of critical elements of the case should be given, while
seeking to preserve anonymity of individual patients / other persons not
included in the authorship ohte submission. We expect the majority of
cases to be anonymised to the extent that someone who knew the
patient could still not positively identify them. If this is not possible, for
example because specific details or photographs are required to present
the case, then

there must be inclusion of a statement within the submission confirming
that all individuals and organisations potentially identifiable from the
case have agreed to its publication. Further to this, copies of written
informed consent from p@ents and other norprofessional members of
the team as well as any professionals should be submitted as
supplementary files. This must include the provisional title of the
submission, consent for all material (including photos, images, text or
other material) to appear in the Sage publicatiBalliative Medicinend
related forms of publication such as, but not limited, social media
associated with the journal, blogs and press releases. The person
consenting must confirm they have seen the material, réved

submission and that they are legally entitled to give their consent. They
should confirm that they understand publishing of the material without
their name attached does not guarantee complete anonymity as it is
possible someone may recognise themloeit case. They should

confirm that they understand potential distribution is worldwide and
access is not controlled by the journal or Sage, and also that they will not
receive any financial benefit from publication. They must confirm that
they understandconsent cannot be revoked post publication and that
their consent form will be retained securely by Sage.

A If the patient has died, we would expect the authors to request
permission from a person with Lasting Power of Attorney or in the
absence of LPA, alative, and to make this clear on the consent form
and in the submission. If no written consent is possible from either the
patient or relative, we will consider the utility of the case carefully
against the likelihood of identification or potential disss. It is likely
that in this position more information will have to be removed from the
case to reduce the possibility of identification, and this will have to be
made clear in the submission.



Details of any relevant ethical approval processes for yi@stions

should be included. In the event of a submission describing an
intervention not subject to formal governance or ethical review then
authors should provide justification of the reasons for this e.g. not
required in the local jurisdiction for thigpe of research, clinical cases
were shared decision making took place for a novel management with a
specific patient and set of clinicians in the absence of no other options
and in response to an urgent need. It would still be expected that such
cases wold have been discussed, including potential ethical issues,
among the clinical multidisciplinary team and an explanation of this and
how the work/practice was conducted ethically and with integrity must
included in the submission. Authors should includplaration of how

any novel treatment was discussed with patients prior to use.

We are particularly interested in how case / case series submissions
might direct and instigate further research and ultimately lead to better
evidenced practices:

o The outcomeof the case / case series with details of any outcome
measures used should be given.

o The case must conclude with a view on research problems,
objectives or questions generated through the challenge of the
case and how these might be addressedsimplerterms this
YAIKG 0SS L2aSR a FyagSNRAy3a | waz

While not specifically excluded extremely rare cases are likely to be of
less interest to our wider readership and so priority will be given to
publishing cases that build a picture of contemporary practice and
collective consensus on managing issues atftontline of practice while
awaiting further research evidence.

Appropriate case / case series EQUATOR reporting guidelines should be
used. See:
https://www.equator-network.org/

The submission must not exceed 1500 words plus 2 tables or figures,
acknowledgements, 10 references, and a-2@afrd strudured abstract
plus separately three key learning points (written a8 4entence bullet
points) for practice / research.

Further requirements:

A
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A Drug names should be generic not proprietary.

A Details of management should be specific and described to be
understandable by those whmay follow different protocols in different
contexts.

A Both abstract and full submission should follow the same structured
format of: o Background (including existing evidence, literature and
related cases in the public domain)

o Actual case including details of the practice challenge and
details of ethical reviewo Possible courses of action
Formulation of a plan

o Outcome with timescales and how success /failure was judged
o Lessons from the case

o View on research problems, olggves or questions generated
by the case

e) Practice Reviewscan either be commissioned by the Editor in Chief or agreed by
submission. For the latter an initial outline pitch of a practice review proposal
should be submitted for consideration by tBalitor in Chief by emailing
Debbie.Ashby@bristol.ac.uk the first instance rather than a submission being
made directly through Manuscript Central. This should include a brief summary of
the anticipated extent and quality of literature supporting theoposed review.

Not all submitted proposals will be accepted, and for those that are, there may be
an informal workup process required to reach agreement prior to the pitch being
accepted.The review must have its own novel research question that the

authors seek to answef(or if an update of a previous review, justification for why
an update is needed e.g. significant time has elapsed and there is a significant
body of new empirical evidence).

Once accepted pitched proposals will proceed in the samne as commissioned

reviews. Commissioned reviews will occur a few times a year and may be related

to themed issues, virtual issues or staaldne. All reviews will be subject to peer

review, when possible by a member of tBe2 dzNJ/ I f Qa 9 RéitlotdlA I £ . 2 | NFR
external review.

The purpose of practice reviewisa (2 LINRPZDARS + waidz201 Gl 1SQ
OdZNNBy G waidlradS 2F GKS a0ASyOSQ Ay |y | NBI
based summary of guidance and recommendations which can be dramwn

evidence about what is known to be beneficial or notviees might cover newly
SYSNEBSYy (G WK2G (2LAO0AQ o0dzi Sl dzandedfér YAIKG 0S5
further research in a longstablished topic area by considering the evidence base

on which current practices are based and what would take the field forward.
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Practice review subjects can be clinical, ethical or relate to another aspect of
palliative care such as spiritual, social or psychological care or professional
development. Review subgts which are relevant to the shared practices of
multidisciplinary teams are particularly welcome.

Reviews should both orientated to recommendations for frontline practice and
identification of scientific equipoise, i.e. absence of studies, with sugesfor
further research. The implications of the review findings must be considered
from the perspective of poliegnakers, researchers, clinicians, ethicists and
funders of research or quality improvement interventions. Review authors
should aim to give clear steer on what might be the most important gaps to be
addressed through further research.

Purely descriptive summaries of evidence will not be accepted.

We ask that these aims are achieved by following the structure below in order

to generate learning for both our practitioner and researcher audience. We

are very grateful to Erik Driessen, Edito€hief, and Robert McKinley, Section
Editor,PerspectivesroMedical Educatiofor letting us adapt the format

(McKinley, R. & Scheele, F. Perspect Med Educ (2015) 4: 275.
https://doi.org/10.1007/s40037015-02308;
https://www.springer.com/education+%26+language/journal/40037?detailsPage=edit

orialBoard
).

Review presentation and structuresubmitting authors shoul@rovide an

2OSNIBASGE 2F a52a3 52y Qi subjecyiRclinkgd® y QU0 Yy 2g04¢
practice. Following a brief introduction, includitige context, scope and

methods used to conduct the review the remainder of the submission should be

divided into a tabulated digest summarising each aspect of the evidence item by

item and a review article providing the relevant supporting evidence, and

indicating the strength of the evidence for each particular item.

A Dosc¢ should be recommendations for practice that can be made with a
supporting body of evidence for effectivenessafficiency.

A 5 2 y shdiild be recommendations against activities for which there is a
supporting body of evidence to show inefficiency, ineffectiveness, or
indeed harm.

A 52y Qi ¢shodddba identified areas for further research as there is
either anabsence okvidence or the current evidence is unclear or not of
O2y @AY OAY I | dzI knaws 8houddNé eMkeIscadldbestosy Q U
which if answered through further research would have an impact on
clinical practice.

The digest table should beqvided using this format:

Table 1.Summary of guidelines/recommendations for XXX


https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://doi.org/10.1007/s40037-015-0230-8
https://www.springer.com/education+%26+language/journal/40037?detailsPage=editorialBoard
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Aspect A Strength of recommendation

52Qa

52y Qi

ax

52y Qi

Aspect B

52Qa

52y Qi

x

52y Qi

The choice of subject for the review should be guided by identification of the

subject as an area of importance to clinical practice, in which there is some
evidence for aspects of practice. The scope of the review will vary from subject

to subject but shald be broad enough to take into account different settings,

both in terms of considering an international audience and across different

areasof palliative care, i.e. hospice, hospital and community. Within the subject
0KS R2asz R zZyoadisholdbgiRmsPRinfpOriance to practitioners

and will usually relate to common choices and decisions required in providing
clinical care for patients with particular symptoms or diseases. All items should

be made as specific as possible. Authors are likelint it helpful to

collaborateas @ SF'Y |'yR (2 Lz f G23ISGKSNI I LINROJAAEA
R2Yy Qi 1y26a LINR 2rédeviatthe@@démrerdichicgnIhenibié S A NJ
revised in the light of the review findings.

Authors are free to cho@stheir own methodology and methods for the review
process, but this must be justified and appropriate to the subject and review
guestion chosen. Practice reviews should be consistent with relevant
publication guidelines (such as PRISMA, RAMESES or ERTREQarticular
review style chosen. We are happy to consider a range of review types
(systematic reviews, metanalysis, metathnography, realist review for

example) for publication, but they must be methodologically clear and
rigorously conductedf reviews are registered (e.g. on
PROSPER®ps://www.crd.york.ac.uk/PROSPER@s $hould be stated and a link
given within the paper.

Judgements about the strength of evidence should allow for multiple types of
evidence to be considered so that readers are provided with an overview of
what exists. Authors can choose their own franmelvfor assessing the strength

of evidence but the review should not be limited to particular types of studies. A
useful guide to rating strength is below:

Strength of recommendation:
Strong: A large and consistent body of evidence such as a sydieneview
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Moderate: Solid empiric evidence from one or more papers plus the consensus
of the authors Tentative: Limited empiric evidence plus the consensus of the
authors

Review formatting and additional requirements

A In addition to the tabulated digest of recommendations and further research
requirements, the main content of the review must not exceed 2000 words

A A PRISMA type flowchart should be included as a supplementary online file

A Included studies must all featarwithin the reference list and a further table
detailing these should also be provided as a supplementary online file.

A Any limits on the timeframe of the review must be clearly justified.
A A structured abstract of 250 words or less must be provided.stheture should
be:

BackgroundIdentify the issue to be addressed, current knowledge on the topic
and some indication of its relevance and importance to clinical practice, theory or
research methodology.

Aim: A clear statement of the review aim(s) ahor research question it seeks

to answer. PurelR S & ONR LJG A @S adzYYFI NASa 2F SOARSYyOS
R2yQli&a IyR R2y Qdeepled/26a oAttt y20G 0S
Design: A statement about the review strategy/methods adopted (e.g. meta
ethnography, realist syntrsis, systematic review, metmnalysis). If

prospectively registered (e.g. on PROSPERO), this information should be given
here. Use of appropriate quality framework / guidelines to conduct the review
should be included.

Data sourcesState the data souss used (including years searched). Include a
statement about eligibility criteria for selecting studies and study quality
appraisal. As a minimum a scoping review using recognised methods must be
conducted.

Results Report the main outcomes(s) /findingsthe review. This should include key
statements on answering the review question/aims, and the meaning of the findings.
Conclusionddentify how the aims have been met, and the relevance of the

findings for clinical practice, theory or research methodology.

f) Audit and Service Evaluationl, 000¢ 1,400 words. We accept audit and service
evaluation reports, but these should be @tcetional quality and interest. They should
be identified clearly as audit or service evaluation in the title. These should be reported
robustly ¢ we expect audits to discuss the audit cycle and feedback, and service
evaluations to report sufficient contexai information on the service being evaluated.
They should be used to raise future research questions. Full details of all relevant
organisational permissions and consents should be reported.
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g) Research letteraMlaximum 750 words. We occasionally pubBsiort research letters (no
abstract required, no more than three references). These are usually offered to authors
submitting original papers or short reports which we feel should be disseminated, but in
a more succinct form.

h) Letters to the editors Maxmum 500 words. We welcome correspondence relating to
issues of general interest to our readership, or in response to a publication. Such letters
should be succinct, generally no more than 500 words. NB: word count excludes
references, tables and figur@seferences. We discourage the use of abbreviations
strongly unless these are internationally known and accepted. Papers which use non
standard abbreviations to reduce word count will be asked to replace these in full, but
still adhere to the word count. Wparticularly ask that there are no abbreviations in the
abstract.

3. Journal publishing and formatting requirements

Declarations. Authors should include a clear declarations section at the end of the
manuscript. This should contain five 9enot on authorship, funding, conflicts of interest,
ethics and consent and data sharing. You may also include an acknowledgements section.
Authorship.Papers should have a short section at the end identifying the roles
of each author of the paper. Papesbould only be submitted for consideration
once consent is given by all contributing authors. Those submitting papers
should check carefully that all those whose work contributed to the paper are
acknowledged as contributing authors.
The list of authorshould include all those who can legitimately claim authorship.
This is all those who:
(i) Made a substantial contribution to the concept or design of the work; or
acquisition, analysis or interpretation of data,
(ii) Drafted the article or revised it critically for important intellectual content,
(i)  Approved the version to be published,
(iv)  Have partigpated sufficiently in the work to take public responsibility for
appropriate portions of the content.

Authors should meet the conditions of all of the points above. When a large,
multicentre group has conducted the work, the group should identify the
individuals who accept direct responsibility for the manuscript. These

individuals should meet the criteria for authorship fully.

Acquisition of funding, collection of data, or general supervision of the research
group alone does not constitute authorshiglthough all contributors who do not
meet the criteria for authorship should be listed in the acknowledgments section.
Please refer to the International Committee of Medical Journal Editors (ICMJE)
authorship guidelines for more information on authorship



Funding.We require all authors to acknowledge their funding in a consistent
fashion under a separate heading. Please visifineding Acknowledgements
page on the SAGE Journal Author Gateway to confirm the format of the
acknowledgment text in the event of funding, or state thidfthis research
received no specific grant from any funding agencyhepublic, commercial,
or notfor-profit sector€

Declaration of conflicts of interestlt is the policy oPalliative Medicingo

require a declaration of conflicting interests from all authors, enabling a

statement to be carried within the paginatedges of all published articles.

tfSFrasS SyadaNBE GKFEG | W5SOf leitkitclugey 2F / 2y Fi
at the end of your manuscript, after any acknowledgements and prior to the

references. Iy 2 O2y Tt A Ol S E Matlibisy dedldieS)thatS a G+ §S WwW¢ K
GKSNE Aa y2 O2yFftAO0 2F AyiSNBadtQo

For guidance on conflict of interest statements, please see the ICMJE

recommendationsere.

Research ethics and patient consemledical research involving human
subjects must be conducted according to ¥erld Medical Association
Declaration of HelsinkBubmitted manuscripts should conform to tteMJE
Recommendations for the Conduct, Reporting, Editing, and Publication of
Scholarly Work in Medat Journalsand all papers reporting animal and/or
human studies must state in the methods section that the relevant Ethics
Committee or IRB provided (or waived) approval. Please ensutgolishave
provided the full name and institution of the review committee, in addition to
the approval number.

For research articles, authors are also required to state in the methods section
whether participants provided informed consent and whether the consent was
written or verbal. Please also refer to th@MJE Recommendations for the
Protection of Research Patrticipants

Data management and sharingAGE acknowledges the importance of research
data availability as an integral part of the research and verification process for
academic journal article®alliative Medicineequests all authors to provide
detailed information in their articles on how the data can be obtained. This
information should include links to thirgarty data repositories or detailed
contact information for thirdparty data sources. Data available only on an
author-maintained websitewill need to be loaded onto either the jourrtala
platform or a thirdparty platform to ensure continuing accessibility. Examples
of data types include, but are not limited to, statistical data files, replication
code, text files, audio files, images, wide appendices, and additional charts
and graphs necessary to understand the original research. The editor may
consider limited embargoes on proprietary data. The editor can also grant
exceptions for data that cannot legally or ethically be released.addl d
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submitted should comply with Institutional or Ethical Review Board
requirements and applicable government regulations. For  further

information, pleasecontact Debbie Ashby
[Debbie.Ashby@bristol.ac.uk].
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General journal requirements, formatting, and referencing requirements

a) Multiple publications, copyright and plagiarismWe want our readers to be aware of
other published or irpress accounts of any studies publishe®alliative MedicineFor this
reason we ask that all published andgress accounts of the study from which data in your
paper are taken must be referred to explicitly in your paper. Please make it clear in your
manuscript that you are referring to data/publications from ts@me study. If you have
other publications from the same study in preparation or under review please refer to this
in your letter to the editor. If you are successful in your submissidpetbative Medicinave
ask that where possible this publicationashd be referred to in other manuscripts using
data from the same study.

If material has been published previously it is not generally acceptable for publication in a
SAGE journal. However, there are certain circumstances where material published
previously can be considered for publication. Please refer to the guidance d®AGHE

Author Gatewayor if in doubt, cotact the Editor at the address given below.

SAGE is committed to upholding the integrity of the academic record. We encourage
authors to refer to the

I 2YYAGGSS 2y tIdeEratioial SiakdArds fod Authdesitiavi®w the
Publication Ethics page on tiBAGE Author Gateway

Palliative Medicinend SAE take issues of copyright infringement, plagiarism or other
breaches of best practice in publication very seriously. We seek to protect the rights of our
authors and we always investigate claims of plagiarism or misuse of published articles.
Equally, weseek to protect the reputation of the journal against malpractice. Submitted
articles may be checked with duplicatichecking software. Where an article, for example,
is found to have plagiarised other work or included thparty copyright material withot
permission or with insufficient acknowledgement, or where the authorship of the article is
contested, we reserve the right to take action including, but not limited to: publishing an
erratum or corrigendum (correction); retracting the article; takingthip matter with the

head of department or dean of the author's institution and/or relevant academic bodies or
societies; or taking appropriate legal action.

As part of the submission process you will be required to warrant that you are submitting
your original work, that you have the rights to the work, that you are submitting the work
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for first publication in the Journal and that it is not being consideregtdlication
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can supply all necessary permissions for the reproduction of any copyright works not owned
by you.

b) Writing assistancelndividuals who provided writingssistance, e.g. from a specialist
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c) Permissions Please ensure that you have obtained any necessary permissions from
copyright holders for reproducingng illustrations, tables, figures or lengthy quotations
published previously elsewhere. Written permission should also be obtained from individuals
who are identifiable in any audio and/or visual material included for publication in the
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and a template permission letter and release form, please see the Copyright and Permissions
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subjected to peerreview alongside the article. For more information please refer to our
guidelines on submitting supplementary files

9) Journal layout Paliative Medicineconforms to the SAGE house style. Click here to
review guidelines on SAGE UK House Style.

h) Reference stylePalliative Medicin@dheres to the SAGE Vancouver reference style.
View theSAGE Vancouveguidelines to ensure your manuscript conforms to this reference
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style. If you useEndNoteto manage references, you can download tBAGE Harvard
EndNote output fil§OR] theSAGE Vancouver EndNotgmut file

i) Corresponding author contact details Provide full contact details for the
corresponding author including email, mailing address and telephone numbers. Academic
affiliations are required for all cauthors.

4. Submitting your article, and what happens after submission.

a) How to submit your manuscriptPalliative Medicinés hosted on SAGE Track, a web

based online submissidny R LISSNJ NEJASg aeéaid WanusdgpisS/BB R 0 @
http://mc.manuscriptcentral.com/palliativemedicine to login and submit your article online.

You will be asked to provide contacttdiés and academic affiliations for all-eoithors and

identify who is to be the corresponding author.

You will be asked to submit a completeddzi K 2 NRa OKSO{ t Aaid HEBREA OK Ol
and also to upload a publishing guideline checklist (e.g. CONSORT, COREQ or PRISMA).These
are downloadabldrom the EQUATOR network here. You may also upload other
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IMPORTANT: Please check whether you already have an account in the system before trying
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likely that you will have had an account created. For further guidance on submitting your
manuscript online please visit Scholar@n®nline Help.

b) ORCIDAs part of our commitment to ensuring an ethical, traasgnt and fair peer

review process SAGE is a supporting memb@REIthe Open Researcher and Contributor

ID. ORCID provides a persistent digital identifier that distinguishes one researcher from every
other researcher and, through integration in key research workflows such as manuscript and
grant submission, supports aut@ted linkages between researchers and their professional
activities ensuring that their work is recognised. We encourage all authors to add their
ORCIDstothefr ! D9 ¢ NIF O] | O02dzyii® LF &2dz R2nr@i | £ NB

c) After submission Your paper will be assessed by a number of editors to determine if
it is suitable to be sent for external peer review. In this initial review the editors erikate
only those papers that meet the scientific and editorial standards of the journal and fit within
the aims and scope of the journal will be sent for external review. We aim to do this within 3
weeks of submission, often earlier. You will then eitheath#hat we have declined without
review, or the paper will be sent out for external peer review. Unfortunately we can only
publish around

20% of papers submitted to us, so competition for space is great and we have to decline a
large number of papers.
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Critical Appraisal

Findings

There are positive and negative ways that being a palliative care volunteer impacts on

emotional wellbeingPar t i ci pants felt o60ités where | 6m n
connectiond. OManaging deathdé helped some to
and death thus developing as aperpamweveri t coul d al so be difficul
fears about death. Participants noted a number of challenges and frustrations from
volunteering: oO0it can be challengingé. These

could benefit fromand the focus organisations could take to implement this.

Strengths and limitations

The systematic literature review conducted provided a basis for consideration of the

development of the research project. | was able to draw on experiences from the included

papers and learn from their limitatignscluding thequality of methodological reporting. As

the review highlighted a gap in the literature regarding research specifically focused on the

i mpact of volunt eer s Gbeingpllwassablestnusetthsenformatiermo t i o n

to informmy design, formaand research question.

The research was only conducted with participants volunteering in hospices in the North
West of England which, at first, | considered to be a limitatiexperiences nationally or
internationallycoulddiffer. However, interpretave phenomenological analysis (IPA) is
idiographic and aims to understand how a phenomenon has been experienced by a
homogenous group of peofilg so the lack of variability within the sample was neeohed

to be a limitation. IPA is wary of claiming that results can be transferable or generalised to



the widerpopulationbutfindings anbe cautiously made to a similar samadgit is
idiographic2). Within IPA it is deemed appropriate to consider theoretical generalisability
t hrough oneds o0 weasearclR).n-driexargpsethepapers wathinhthe r
literature reviewindicatedthat theremay besome similarities in the emotional experience of

volunteering globallydue to the variation of countries that the included papers came from.

The inclusion criteria stated that participanasi o be in patierfiacing roles. However, if |

were starting the project oalgvalunteerinbhpateeatul d r ec
facing roled. Some par t i-facingpamdnorpatienttatcingnt eer ed
roles and sometimes spo&eout their nospatientfacing role. | encouragthem todiscuss

the patienffacing role, however it was clear that both roles were important, and they did not
necessarily understand why their patitating role waseing prioritised in this research

Having volunteers who only volunteered in patitatding roles would have increased the
homogeneity of the sample as it would have made them an eversehecegrouf8). This

further supports the theoretical underpinnings of IPA as homogeneity fits with the philosophy
and analysis proce@y. Patientfacing roleswere selectetiecause this group may have

different experiences to ngratientfacing volunteers in relation to how their ratepacts on

emotional welbeing due to their role providing the opportunity to form strong relationships

with patients and families alsoanticipated thatdue to the amount of time spent supporting

patientsthey may hear or see more distressing things

| considered gender differences in emotional experience and expression as there were both
male and female participants. Although a common stereotype within society is that women
are more emotional than menis unclear whether there are distinct differences in their

emotional experiencés). Culture and ethnicity can also afferhotional experiensaand
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has been widely researched with some viewing emotion as universal andvevang it as
socia(6). However, itisnotclearwheheran i ndi vi dual 6s cuUdelt ur e can
and express emotiof. All participants identified as White British and lived and

volunteered in a similar geographical area, therefore | would not have expected to see cross
cultural differences in the expression of emotion. However, if the sample had been more
varied, this may have beeonsidered further in relation to the homogeneity of the sample.
Another consideration was soggonomic status and how this could affect emotional
experiences. The reverse capacity model indicates that those from a lowercarmmic

group may haveeks available psychosocial resources due to more stress exposure throughout
life, heightening negative emotions and decreasing posith@iong8). People frorma lower
sociceconomic background may also show an incréasactivity to streg8). The socie

economic status of the participants was unknown, however in the geographical areas of data
collection there are large discrepancies between people in terms oEsociomic status.

This could have affected how participants interpreted and understood their emotional

experiences related to their role.

Future research
1 Researclshould focus owolunteers who have ceased volunteering to understand the

emotional impact of their role. It is often unclear wigople stowolunteemgin a
palliative care setting. Palliative care settings have a responsibility to understand why
volunteerdeave andnakenecessarghanges. There may be a number of things we
could learn from this, for example people may have needed more emotional support,
more flexibility to lessen the impact on their wider life or simply not enjoy the role.
Understanding these areasutd help hospices to implement increased support for

volunteers to addresses some of these issues.
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1 It would be useful to consider genderd socieeconomiaifferences between
volunteers and howhe experience of their role malffer. For example, thesnay
have different styles of coping or acdegssupport within the hospice. They also may
have different ideas on what might be the most useful support for them. This would
help palliative care settings to understand what would be most useful overall.

1 Researchwith volunteer coordinators and other key staff who regularly interact with
volunteersshould be conducted, focusing their awareness of key signs and
symptoms of a volunteer not coping effectively and understand what they caold do
support themThis would provide information about the level of knowledge and
confidence of staff supporting volunteers and if there are any gaps that training or
further support could fill.

1 If reflective practice groups wermplementedn palliative care setting®f
volunteers, their effectiveness could be evaluated.

1 Other studies could look at barriers or challenges tol u n geléecare te $ee how

palliative care settings could supptitem indeveloping methods of setfre.

The relevance to clinical psychlmgy

This research was relevant to clinical psychology as the emotionabemed and

psychological needs of hospice voluntegese considered’here waslsoanattempt to

learn more about the advantages and disadvantages of being a hospice vaidriteer a

impact this could have on an individual and their wider life. Clinical psychologists are well
placed to implement support for volunteergpavide consultancy to the hospserrounding
supporing volunteers effectively. Based on the results ardilghlighted challengethis

would be useful to set up within hospice settings. This has been previously implemented in a

peer mentor service for people with spinal cord injury where clinical psychologists have led
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supervision meeting$0). Clinical psychologists are required to provide such support,
supervision and consultation to paid members of the {digitiplinary team in
hospicegl1)12), so would be well placed to provide this supportolunteers. Clinical
psychologists could also be involved in developing NBDE NHSguidelines, service
literature and setting up supervision or reflective practice groups. Clinical psychologists
could work more closely with volunteer coordinators to tdgsigns of distresso look out

for in their volunteers. This is important as lots of volunteers dofteh physicallycome

into the hospice due tmeinga hospice neighbouso hospice staff may not know if they were

struggling.

Clinical psychologsts could be instrumental in advocating for Schwartz Rounds to be

implemented. Schwartz rounds are open to all staff, including volunteers, and are an
opportunity for those involved in a patiento
work(13). Volunteers would be involved with the rest of the hospice team in processing their
connection with a patient and the impact that working with thamhad. Schwartz rounds

are usually cdacilitated with a medical doctor and a psychosocial practiti@d¢and have

been found to improve interprofessional relationships due to increased understanding of

ot her £9 andthdy bave been received positively by those invel@dBased on the

results of the current study, this could support connection with the hospice which volunteers

feel is important, support them in managin@ttbeand the challenges of their role and
contributing to the sense of 06itds where |1 06n

treated as equal to other team members.

The research journey
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My research journey began as | chose a topic that was personally and professionally
interesting. | worked in a hospice for six months as one of my training placements

and spent time with a number of volunteers who | felt were meanipngfuhtributing tothe

hospicelt materialised thatolunteergdid not receive formal support. This surprised me as |

was aware of the support provided to nurses, doctors, psychologists and other members of the
healthcare team. For example, reflective practice sesserefacilitated by a clinical
psychologisfor nurses to explore the impact of their role and to discuss chedléviglti-

disciplinary team meetings were another avenue for paid staff to explore difficulties with
patients or receive support and guidance fatinerteammembersVolunteers were not

permitted inthesemeetingssowere not given this opportunity despite spendatg oftime

with patients. | wondered how volunteensinaged their role in relation to emotional well

being and started searching tlerature to investigate what had previously been found.

There was very little on this topic so | felt it would be a useful area to explore flktber.

working in a hospice and interacting with volunteers, | expected the results of this research to
bemore focused on volunteersdd personal exper
impacted on them carrying out their role. Although this was mentioned by some volunteers, it

was not the focus of their discussions.

Moving from clinician to researcher

As the research focused on the emotionalvelhg of participants, the research interviews

had components that were comparable to therapeutic conversations about death and dying. |
considered this prior to the interviews and held this in mind throughtemgting to refrain

from entering into a therapeutic style of questioning. This is because it was a limited single
interview with no continuitytherefore jf unresolved issues argdevould be unable to offer

any continued emotional supp¢i7). Thiswaschallenging at times, particularly wheome
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participants became emotional evtdiscussing how their role impacted threir emotional
well-being. In two interviews, the participant and | agreed thaatiggorecorder would be

turned off when they became tearful to give them a chance to reflect on how they were
feeling and if they wanted to continue. Both participantdaapeed for crying and were

reassured that the topic could be difficult to discuss. Both decided to continue with the
interview. | felt that my experience as a psychologist assisted me in the research interviews as
| had good transferable skills égmga@ individuals which is needed both within therapy and
researchfor example using active listening sk{li8). Many participants commented that

they felt pleased to have been given the opportunity to participate and that the impact of
volunteersd roles was being researched. I
being valued and that research onuwéers highlighted their importance within the hospice
system. The experience of conducting these interviews made me wonder whether the
interviews themselves acted as an inadvertent form of emotional support for some volunteers

which highlights the neeaf support to be offered to them.

Conducting interviews centred on eaofilife care was extremely interesting and powerful; it

is common for researchers to be emotionally affected by research that needs a great deal of
emotional energ§l9). Although | had experience ofarking in a hospice and was practised

at supporting patients at the end of life, | had little experience with staff or volunteers in end
of-life settings and listening to their experiences of how this impacted on themselves. | felt
deeply connected to threxperiences and this also presented itself during transcription where
| felt that the interviews were challenging to transcribe for extended periods of time. |
managed this by reflecting on the interviews immediately afterwards and writing notes about
my impression of the interviews and my personal reaction to the interviews. During

transcription, | ensured that | took regular breaks and reflected on interviews which were

f
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more emotionally demanding to transcribe. Qualitative research can emotionally affec
researche(0); selfreflexivity has beeshown to be helpful in managing this in research on
loss and grief, as well as supervigidh). There were also support mechanisms in place for
the researcher withirupervision and peer support which enabled the researcher to discuss

the emotional impact of the research.

Boundaries

The majority of participants wanted to talk about my training and where | wanted to work
upon qualification after the interview had fihed. This surprised me because, as a clinician,
patients do not often ask personal questions within therapy and | had not considered how
much | wanted to share with participants. | felt that they were seeking a reciprocal
relationship and, as | had takarch interest in their roles throughout the interviews, they

were showing an interest in my role. Having not considered this prior to the interview, |
decided that | would shathis information with theml feel that this challenged my
perception of boundeesaswas wunsure what was generally pe
boundaries between researchers and participdatglly with patients | would share limited
information as | believe therapy sessions should be focused on the patient and would explore
with them why it was important to know this about iHewever,it felt different as a

researcher as | had completed the intention of the méEtipghis is different to doing

therapy where the work is ongoing and the focus should be mainly on the patient, whilst
providing enough information to build a therapeutic relationdhijpve continued to reflect

on this and considedhow | would manage this in future reseaBbundaries between the
researcher and participant have been considered in the literature. The insider versus outsider
role continuum is where participants feel that the researcher shares something with the

pat i ci pant that gives them O6insiderdéd knowl edc
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does not have their own experiences to help them to understand the experience of participants
(22). It could also be somewhere along this awntim. | felt that participants saw me more
towards the O6insider6 end of the continuum b
working in palliative care. This could have enabled them to open up more about difficult
experiences as they may have feltould empathise and understand. It has been suggested

that being an O6insiderd researcher has advan
information more quickl{23). However, there are also disadvantages to thi @searchers

feel t hey ,ahiseouldlrad tothersmisgdirgreievant information or have a bias
towards the daté24). Supervsion was a useful way to consider ethical and practical

dilemmas in the dual roles of researcher and clin{&ign

Research methods

| chose qualitative methodology due to the exploratory nature of the research question,
therefore needing to gather detailed infor ma
guestionnaires with limited choices for responied.has ber used widely within health

and clinical psycholog5). It enables interpretation of the data and attempts to stay close to

the participants meaniagaking of their experiences whilst recognising that the results are
ultimately t he -maekiemg cdfe rpear tmadgfhandghbless 6 me an i

hermeneutidR6).

This research aimed to investigate experiences of people doing a similar role {fpatient
hospice volunteers) there®all participants had this in common. As IPA is idiographic in
nature, it focuses on similarities and differences within a small group of participants rather
than trying to generalise findin@y. For example, the current study does not capture any

experiences of hospice volunteers who are inpatrentfacingroles or volunteers who have
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left the role.These findings are not intended to represent the wider volunteer population but
to display the meaninmaking of experiences of the interviewed participants to give insight
into the impact of the rolen;emotional welbeing. IPA also appreciates thatmdi d u al s 6
experiences are subject to both themselves and their envird@ifjehtook a critical realist
position withn the research, common within IP2Z8), which fits with the opiron that

knowledge is culturally relevanEor example, it represents the view that reality exists
independently of humaneowever we cannot access this reality directly and there will be
bias due to interpreting this reality in a way that is partiallytrested and affected by the
researchefThis seemed appropriate for the current study as | wanted to understand

parti ci p a nstofedotienal wedbeingannacspecific context.

IPA aims to attairarich and detailed account of individuaéxperences, however, during
analysis this is inevit a8liyimmdantmatio sk thevi t h
individuality of participants when thermemergetherefore | consciously looked back to

each transcript and considered how they contributed to each theme. | lredideri

interviews which helped bring me closer to the data, &nglas a valuable process as it
reminded me of the interviews. Howevdrstwas challenging to complete given the

ti mescale and during the transcription it
accounts of their experiences. | kept a reflective journal throughout the thesis process and
commented on my feelingbout the interviews after they were conducted, during
transcription and analysis. This helped me to immerse myself within the data and keep track
of my thoughts surrounding the daBupervision was also utilised to support the

development of emerging thes

Consideration of my personal experiences on the topic

ot
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Many researchers have encouraged reflexivity when conducting qualitative research to be
aware of potential biases that could affect the interpretation and analysis(29yattelt

this was an important consideration to develop my understanding of how much | could

bracket my potential biasgacluding ideas and beliefs generated from personal experience

and influences from previous literatuowever it is not believed that this can be done

entirely and appreciated that the researcher is a big part of the hesemres&0). This is

i mportant as the aim of the research is to e
meaningmaking of their own experiences. | found this an interesting process to engage in

and kept a reflective diaryrhis washelpful to complete immediately after intervis\and

helped to capture my initial thoughtee experiences that the participants had described and
how | felt the interview had gone. | also noted any biases such as experiences that touched
me and ay similarities or differences to the literature that | was aware of. Although | had not
volunteered in a hospice, | had volunteered in a dementia unit so felt | had some awareness of
issues faced by volunteers generally and how my role had impacted ematipnal wel

being. | also had experience of being a relative visiting a patient in a hospice although did not
have much contact with volunteesster each interview, | felt a pull towards volunteering in

a hospice. | felt inspired and that | wantedbtgi ve backdé to the communi
had provided me with such a good placement. However, as time went on, | realised that, at
this point in my life, with multiple demands, | would not be able to give as much as | wanted

to. This reflected somef what the participants were saying in their interviews. When

speaking to family and friends about this research, | received a lot of praise and recognition
with comments on what a great area it was to research. | felt that this somewhat reflected the
paticipants talking about what they get from volunteering in the hospice. Family and friends

also said that it had made them consider if they wanted to volunteer in a hospice.
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Disseminating the research

When approaching the hospices to obtain governgmu®wal, theyasked to have a copy of

the findings upon completion so that they could appropriately disseminate and consider the
findings for their hospice. | also offered participants a summary of the results and all
participantsvanteda copy of this. explained that there would be a delay due to the

timescale of the project. | will be distributing this shortly. Feedback does not identify
participants or hospices. | believe that it is important for both the institution and participants
to receive feedb&cabout research in which they have taken part, and this is not always done
by researchers will also be disseminating the research at the Lancaster Doctorate in Clinical

Psychology presentation day as well as attempting publication in the identifiadljou

The Covid-19 pandemic

The Covid19 pandemic meant that the UK entered lockdown as | was finishing writing the
thesis and, due to the topic of the thesis, | felt this impacted on me as | was Whisi3.
because death began to be discussed more widely in both the medaety and amongst
friends and family. Previously, death was something that | felt was not openly discussed,
although | would try to encourage these conversations. The value of volunteering has also
been highlighted during this pandemic as many peoplegigumed up to the NHS volunteer
support scheméata collection and analysis had been completed by this point, so the
pandemic did not affect this part of the thesis. However, | considered the age of many of the
volunteers (many being over 70 years old) how it would mean that they may have been
selfisolating for a period of time prior to the UKide lockdowr{31). Studies have reported
the interruption of hospi ce(32).dHene havecalsobedn s upp
suggestions that hospice volunteers could communicate with patients and families via

telephone and provide psychological supf@3} This means that volunteers could be
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expected to provide support in an extremely unaetime in their owrlives without

appropriate supervision. This should be addressed as soon as possible and reflected upon
postpandemicBased on the interviews which highlighted the importance of theirwitle

it being a huge part of their life andetm benefiting socially from the experience, | wondered
how the pandemic was affecting them and their perception of their place in the world. | also
considered the impact on the patients with day therapg hming closed and how many
patients would misthe interaction with staff and volunteef$e general population have
concerns related to the impact of the pandemic on their emotionabewet 34). Older

people are also vulnerable to experiencing feelings of social isolation and lonelitiess in
period which can affect physical and mental h¢alth Therefore, those who are outpatients
with the hospice are an even more vulnerable group whdomay risk of deteriorating

health. If volunteers are then encouraged to contact patients to have therapeutic
conversations, this could nega-bdngantitheyi mpact
could feel helpless. An ageist discourse has also $smmthroughout the pandemic which
could lead to older people feeling worthless, unvalued and even in tli@lva&aid staffare

also seeing amcreased pressurparticularlywithout the support of many volunteers. | feel
that the pandemic could higgiht theimportance of volunteers in the hospice and the value

of their interaction with patients and families. It will be interesting to see the impact this has

on the future for volunteers and their place within the hospice.

Conclusion

This criticalappraisahas explored some issues that were experienced throughout the
research process by focusing on my personal reflecflénsis an important piece of
research as it highlights tleenotionalexperiences of hospice volunteers and ssitggeow

theycouldmore formally besupporedgoing forward They are a vital cog in the wheel of
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the hospice and increased research and implementation of support for volunteers may show

them just how valued they are.
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2. Please state the aims and objectives of the project (no more than 150 words,Lid8ayB 2 y O
language)

Data Management
For additional guidance on data management, please géasearch Data Management
webpage, or email the RDM support emaillm@lancaster.ac.uk

3. Please describe briefly the data or records to be studied, or the evaluation to be undertaken,

4a. How will any data or records be obtained?

4b. Will you be gathering data from websites, discussion forums arid bry’ S-N® & K]

Qx

4c. If yes, where relevant has permission / agreement been secured from the website moderator?

4d. If you are only using those sites that are open access and do not require registration, have
made your intentions clear to other site usefs®|

you



http://www.lancs.ac.uk/shm/research/ethics
http://www.lancaster.ac.uk/library/rdm/
mailto:rdm@lancaster.ac.uk

4e. If no, please give your reasons

5. What plans are in place for the storage, bagk security and documentation of data (electronic

digital, paper, etc)Note who will be responsible for deleting the data at the end of ttoeage
period. Please ensure that your plans comply with Generah[Paotection Regulation (GDPd)d
the (UK) Data Protection Act 2018

6a. Is the secondary data you will be using in the public donfraaj?

6b. If NO, please indicate the original purpose for which the data was collected, and comment

whether corsent was gathered for additional later use of the data.

Please answer the following questionlyif you have not completed a Data Management Plan fo

an external funder

7a. How will you share and preserve the data underpinning your publications for at least 10 ye

e.g. PURE?

7b. Are there any restrictions on sharing your data?

8. Confidentiality and Anonymity
a. Will you take the necessary steps to assure the anonymity of subjects, indludintgsequent

publicationsdyes
b. How will the confidentiality and anonymity of participants who provided the original data be

maintained?

9. What are the plans for dissemination of findings from the research?

10. What other ethical considerations (if any), not previously noted on this application, do you
there are in the proposed study? How will these issues be addressed?

U
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SECTION THREE
Complete this section if your projeahcludesdirectinvolvement by human subjects

1. Summary of research protocol in lay terms (indicative maximum length 150 words):

Volunteers are essential to the palliative care system, particularly in hospice settings, with mo
than 100000 volunteers across the UK; these services would strugblewrent provision without
@2t dzy ( S S NIBKS &QdbBINEENGIG & (G dzReé | AYa G2 SEltheAyS
impact of their role ortheir emotional wellbeing.This research will be qualitative and use
Interpretative Phenomenological AnaiysParticipants will be aged 18 or over, be English speak
have the capacity to consent and are currently volunteering in hospice care in a patient facing
plan to recruit from three hospices in the North West of England and usesemiuredinterviews
to collect the data. The current study aims to build upon what is already known about volunteg
hospice settings and provide amoreRnS LJG K SEF YAY I GA2Y 2F @2t dz
more can be learnt about the role of the voliger and their psychological needs.

2. Anticipated project dates (month and year only

re

K2 aLJ:
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2rs in
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Start date: May 2019 End dateAugust 2020

Data Collection and Management
For additional guidance on data management, please gé@search Data Management
webpage, or email the RDM support emeilm@lancaster.ac.uk

3. Please describe the sample of participants to be studied (includaxgmmm & minimum numbert
age, gender):

The aim is to recruit people who volunteer for a hospice in the North West in a patient facing
is anticipated that around-@0 participants are likely to be required, congruent with many IPA
studies (SmithFlowers, Larkin, 2009), but this final number cannot be known until data collecti
commences. Participants can be of any gender.

The inclusion criteria are volunteers in hospice care in a patient facing role, adults aged 18 or
English speakingnd those who have the capacity to consent. Participants must be English spe

ole. It

on

above,
aking

due to limited funding for research (and thus translation/interpretation costs) and limited time for

collecting and analysing data in other languages.

The exclusion criteriare those who have worked in a volunteer role within a hospice setting fof
than one month.

Demographic details will be collected from participants and reported on as this could be relevg
the results.These details will include gender, agthrécity, marital status, how long the individual
has volunteered in the hospice and if they have experienced a close friend or relative hagk en
life care within a hospice setting.

4. How will participants be recruited and from where? Be as spesifimssible Ensure that you
provide thefull versionf all recruitment materials you intend to use with this application (eg
adverts, flyers, posters).

Participants will be recruited from three hospices in the North West of England. The identified
_x

The participating hospices would not be identified in any outputs and would
NEFSNNBR (2 a aK2aLA 0SS AlyNE KASy (hS2NNEiKG S RS aA
experiences and believe that there could be some-sfiecific factors. Therefore, the preference
would be to recruit approximately 3 people from each hospice and purposive sampling will use
do this.

Followingwritten governance approvals from each hospice, volunteer coordinators within each
hospice will circulate information (invitation letter, participant information sheet and reply slip v
my contact details on) about the study to eligible volunteers byt,pE®ail or on collection,

depending on their usual modes of communication. Those who are interested will be asked to
contact Helena Coleman (by telephone, email or posted reply slip). Freepost envelopes will bg
provided with the circulated information/dunteers can opt to give the reply slip to their volunte
coordinator as this may be their preferred method of communication. By doing so, they would
aware that the volunteer coordinator would then know they were participating in the study. Th
would be the choice of the volunteer as other options enable thenditectly communicate with th

less

ant to

d
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researcher This would also include people in the study who do not have access to phone, pos
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email.For all volunteers who contact Helena Coleman to say theyrgerested, she will liaise
directly with them to discuss the study and arrange an interview.

If there is a lack of participants from these three hospices, other hospices (initially in the North
West) will be approached.

Recruitment will close by Deater 2019 due to time limitations on the project.
5. Briefly describe your data collection and analysis methods, and the rationale for their use.

Semistructured interviews will be used to collect the data, commonly used within IPA. This ha
chosen as IPA aims to elicit rich, detailed data (Pietkiewicz & Smith, 201 2st8arnired
interviews are irdepth and allow an opportunity for this hodata to be generated. Sessiructured
interviews have been chosen to allow specific topics to be covered with space and flexibility fg
participants to discuss their own ideas which may not be included in the initial interview sched
Please see the fiic guide for the interviews. Interviews can be offered famdace or via
telephone, depending on the preference of the participant. The interviews will be aadarded
and transcribed verbatim by the researcher.

Interpretative Phenomenological Analg (IPA) will be used as the method of analysis. This has
OK2aSy a& AlG F20dzasSa 2y LIS2L) SQa SELISNA Sy
world and gain a deeper understanding of a particular aspect of human experience (van Maneg
1984). IPA is a double hermeneutic as the research is making sense of the interviewee makin
of their experience (Smith & Osborn, 2003). IPA is most suitable for small homogenous samp
(Smith, 2015) and the small homogeneous sample here are hogpligeteers in patient facing
roles. Lineby-line analysis on each transcript will highlight descriptive, linguistic and conceptug
comments. Emergent themes will then be developed. This process will be repeated for each
transcript. Patterns acrosscasgs\ f f G KSy 6S R20dzYSydSR® ¢ KNI
individualism will be maintained whilst also developing higher order concAptlysis will be
managed using NVivo software.

6. What plan is in place for the storage, bagk security and documentation of data (electronic,
digital, paper, etc.)™ote who will be responsible for deleting the data at the end of the storage
period. Please ensure that your plans comply with Geh&ata Protection Regulation (GDPR) an
the (UK) Data Protection A2018.

All documentsand audio filewill be password protected and all data stored electronically on a
secure drivegH Drive) allocated blyancaster UniversityPhysical copies of coast forms will be
scanned and stored securely orighH Drive The physical consent formsay be stored and

s been
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archived At the end of the study, the anonymised transcripts will be transferred electronically o the

DClinPsy Research Coordinator using a seuetbod supported by the University. They will be
instructed with a date of when to delete the anonymised transcripts. These transcripts will be §
for 10 years before being deletdry the DCIlinPsy Research Coordinakdles containing

LJ- NJi A Odrdoitalyidérifiiing ldétails will be kept in a separate secure file from the anonymi
transcripts with an ID number used to match participants identifying details to their transcripts
personal/identifying details relating to the participants will eleted within 6 months of the
project completion date

stored

sed
All

7. Will audio or video recording take place?[_] no X] audio [ ] video
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a. Please confirm that portable devices (laptop, USB drive etc) will be encrypted wheard¢hesed
for identifiable data. If it is not possible to encrypt your portable devices, please comment on
steps you will take to protect the data.

Audio data generated from the interviews will be deleted from angryptedportable device used
assoon as possible and transferrgthe secure University VPNhese will be stored on a secure
drive (H Drive)For the likely short time between the interview and transfer, the audio data on tl
portable device will be stored as securely as possiblekaptl with the lead researcher. In all othe

the

ne

cases, where they are used for identifiable data, portable devices (USB drives) will be encrypted.

b What arrangements have been made for audio/video data storage? At what point in the resg
will tapes/digial recordings/files be destroyed?

Audio recordings will be deleted once the thesis has been examined in case original recording
needed for any reason.

Please answer the following questiooslyif you have not completed a Data Management Plan for

an external funder
8a. How will you share and preserve the data underpinning your publications for at least 10 ye
e.g. PURE?

All relevant files with documentation will be offered to the UK Datehive as per the standard ES
procedures. If the UK Data Archive will not accept the offered data, it will be stored in Lancast
' YAOGSNEAGEQA RIFGF NBLRAAG2NE OQAl t dZNBO 4§
Data Policy for a mimum of 10 yearsTheDClinPsy Research Coordinator will delete the data a
10 years.

8b. Are there any restrictions on sharing your data ?

Due to the small sample size, even after full anonymization there is a small risk that participan
be identified. Therefore, supporting data will only be shared on request with genuine research
Access will be granted on a case by case basis by the Faculty of Health and Medicine.

9. Consent

a. Will you take all necessary steps to obtain the voluntayiaformed consent of the prospective
participant(s) or, in the case of individual(s) not capable of giving informed consent, the permi
of a legally authorised representative in accordance with applicable |gag?

b. Detail the procedure you will use for obtaining consent?

Participants will receive an information sheet about the study and contact the researcher if the
interested in taking art. The researcher will then talk through the study with them and arrange
time to conduct the interview. At the interview, the participant will be asked to read through an
sign a consent form. These written consent forms will be scanned and storectlsecn the VPN
and paper copies shredded. They will have the opportunity to ask questions. The researcher
explain that participants can withdraw at any time during the study being conducted. it will alsg
made clear that they can withdraw afterdhinterview is finished but that there is a limited time in
which they can do this. Whilst every effort would be made to withdraw their data for the data g
this may not possible once data has been pooled for analysis.
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10. What discomforfincluding psychological eg distressing or sensitive topics), inconvenience |or
danger could be caused by participation in the project? Please indicate plans to address these
potential risks. State the timescales within which participants may withdram fhee study, noting
your reasons.

This project may include topics that are distressing for the participants. However, possible sources of
support have been provided in the participant and parent information sheet and debrief sheet jas a
precaution.If participants are distressed during the interview, the interview will be stopped, and
participants will be asked if they want to continue. Participants may choose to terminate the
interview at this point or take a break. Sources of support will be incorporiatedhe debrief sheet
should participants need i here is a distress protocol in place.

11. What potential risks may exist for the researcher(s)? Please indicate plans to address such risks
(for example, noting the support available to you; counsgliionsiderations arising from the
sensitive or distressing nature of the research/topic; details of the lone worker plan you will follow,
and the steps you will take).

It is anticipated that the majority of these interviews will be taking place atigpices. However,
the researcher may be lone working for some of these interviews which could take place in the
LI NOHAOALI yiaQ K2YS 2N 0O [FyOFradSNI ! yAGSNEAGED ¢
phone or email when lone working commescand when it has been completed. The researcher will

also follow the Lancashire Care Foundation Trust lone worker policy as this is the trust the
researcher is employed by.

1%

12. Whilst we do not generally expect direct benefits to participants asudt i@sthis research,
please state here any that result from completion of the study.

People may find it a positive experience to participate in this project because they are getting the
chance to share their experiences.

13. Details of any incentivgmyments (including oubf-pocket expenses) made to participants:
N/A

14. Confidentiality and Anonymity
a. Will you take the necessary steps to assure the anonymity of subjects, including in subsequent
publicationsdyes
b. Please include details of how the confidentiality and anonymity of participants will be ensured,
and the limits to confidentiality.

Data collection
All information will be confidential at the data collection phase unless the researcher deems there is
a risk to the participant or a risk to someone else which has been disclosed through the intervjew
process. In this instance, the researcher would ergiaithe participant, where possible, that they
need to share this information with either the hospice or other organisation in order to keep th
or someone else safe from harm.

4]

m

Process of analysis

All information will be anonymised when transcribeddanill be transcribed by the researcher. In
submission for examination and publication, confidentiality cannot be maintained as direct quotes
from participants will be used, however anonymity will be maintained. Anonymity will be
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maintained through the usef pseudonyms to represent participants, rather than their real names.

The names of the hospices will also be anonymised.
15. If relevant, describe the involvement of your target participant group irdésgn and conduct
of your research.

The resarcher will discuss the participant information sheet, consent form and debrief sheet W
hospice volunteer in a patient facing role. They will also be consulted on the interview schedu

a pilot interview will be conducted with one volunteer to &$s$n the development of the questions.

16. What are the plans for dissemination of findings from the research? If you are a student,
include here your thesis.

I will produce a summary of the results for the participants and any other stakeholdmrsld

disseminate findings on the thesis presentation day. The results will also be discussed with the

hospices with a view to integrating any recommendations into their practice.

wSadzZ Ga 2F GKAa LINRB2SO0 oAf t dsuBmittedior publicafidh R
academic/professional journals.

17. What particular ethical considerations, not previously noted on this application, do you thin

there are in the proposed study? Are there any matters about which you wish to seek guidance

from the FHMREC?

ith a

e

Kk

and

F2NJ (K



SECTION FOUstgnature

Applicantelectronic signature/H.Colemal Date|14.05.201§

Student applicants: please tick to confirm that your supervisor has reviewed your application, and
that they are happy for thapplication to proceed to ethical review [X]

Project Supervisoname (if applcable){CatherineWalshe Dateapplication discussed

14.05.201

Submission Guidance

1. Submit your FHMREC applicatitay emailto Diane Hopkins
(fhmresearchsupport@Ilancaster.ac)ids two separate documents

FHMREC application form.
.ST2NB adzoYAlGldAy3as SyadaNBE Ittt 3JdzARFYyOS
in the menu above then choogrshow markup>balloons>show all revisions in line.

Supporting materials.
Collate thefollowing materials for your study, if relevantinto a single word
document:

a. Your full research proposal (background, literature review,
methodology/methods, ethical considerations).

Advertising materials (posters;raails)

Letters/emails of invitation to participate

Participant information sheets

Consent forms

Questionnaires, surveys, demographic sheets

Interview schedulednterview question guides, focus group scripts
Debriefing sheets, resource lists

S@~ooo00T

Please note that you DO NOT need to submit estingmeasures or handboks which
support your work, but which cannot be amended following ethical review. These should
simply be referred to in your application form.

2. Submission deadlines:

Projects including direct involvement of human subjdsetion 3 of the form was
completed]. Theelectronicversion of your application should be submitted to

Becky Cashky the committee deadline date.Committee meeting dates and
application submission dates are listed on fRid MREC websitériorto the

FHMREC meeting you may be contacted by the lead reviewer for further clarification
of your application. Pleasensure you are available to attend the committee

meeting (either in person or via telephone) on the day that your application is
consideed, if required to do so.

The following projectg A £ £ y2NXIFfft& 6S RSIfG 6A0GK QAL

submitted at any time[Section 3 of the form hasot been completed, and is not
required]. Those involving:

a. existing documents/data only;
b. the evalation of an existing project with no direct contact with human
participants;


mailto:fhmresearchsupport@lancaster.ac.uk
mailto:fhmresearchsupport@lancaster.ac.uk
http://www.lancs.ac.uk/shm/research/ethics

c. service evaluations.

3. You must submit this application from your Lancaster University email address,
and copy your supervisor in to the email in which you submit thigplication




Faculty of Health and Medicine Research Ethics Committee (FHMREC) Supporting
documentdor ethical approval

The impact on emotional welbeing: experiences of being a palliative careolunteer. An
interpretative phenomenological analysis.

Applicant: Helena Coleman

Research Supervisor: Catherine Walshe Field Supervisor: Andy Thomas

Study Summary

Study Title The impact on emotional wellieing:
experiences of being a palliative care
volunteer. An interpretative

phenomenological analysis.

Study Design Interpretative Phenomenological Analysis|

Study Participants Hospice volunteers in patient facing roles

from three North West hospices

Planned Size of Sample 6-10 participants

Follow up duration No follow up

Planned Study Period May 2019 May 2020

Research Question/Aim(s) To explore palliati

experiences of the impact on emotional
well-being from working in adult hospice

care.




Introduction

Volunteers are an integral part of the palliative care system, particularly in hospice
settings, with more than 100000 volunteers across the UK; these services would struggle to
continue with current provision wW0lRlhout wvoluwu
Palliative care is an approach aimed at improving the quality of life of individuals living with
an incurable iliness (World Health Organisation [WHO], 2002). There is an increasing
demand on hospice and palliative care services due to the ageunlgtion (World Palliative
Care Alliance & WHO, 2014). Therefore, there is an increasing role for volunteers providing
support to patients. Volunteers in adult settings can be involved in a number of areas,
including bereavement services, providing emmi support to patients and being with
patients at the end of their life; this indicates that volunteers are increasingly involved in
providing psychosocial care to patients (Burbeck et al., 2014).

Research highlights that volunteering in a number dihgsthas positive impacts for
the volunteer on areas such as mental health, life satisfaction and social interaction (Casiday,
Kinsman, Fisher & Bambra, 2008). In contrast, a number of stressors for palliative care
volunteers related to their role aregp@ommunication, lack of emotional support, feeling
undervalued and the need for training (MacLeod, Skinner & Low, 2011). However, there has
been little research into the impact on the volunteer of their role within a hospice setting.
Instead, research si&docused on personality characteristics of palliative care volunteers
(ClaxtonOldfield & Banzen, 2010) and the reasons for becoming a volurNessirh et al.,
2016 Plannalp &Trost, 2009). It has also focused on the impact volunteers have on patients,
their families and carers (Cassidy, Kinsman, Fisher & Bambra, 2008; Candy, France, Low,
Sampson, 2(8).

Al though previous research does not focus

within hospice settings, research indicates that those in paid evlesxperience



4 - 14

psychological distress and a number of emotional demands (Hill, Dempster, Donnelly &
McCorry, 2016). Working within palliative care brings unique experiences for staff and
empirical evidence has shown that emotional risks, such as stress,tamd mental health
difficulties, are apparent in some staff within this setting (Kamau, Medisauskaite & Lopes,
2014). There have been a number of suggestions to support staff working in palliative care
settings, such as training and support in devafpmdividualised coping strategies to
encourage selfare and resilience (Swetz et al., 2009). However, most of this research has
focused primarily on paid staff rather than what could be useful to support volunteers in their
roles.

There has recently bean increased interest in volunteers within palliative care, with
research focusing on improving and developin
Sampson, 2(A). However, this appears to be mainly based on maximising the benefit of
having volunteers in such settings. Due to t
needed to understand the experiences of volunteering in a hospice setting. Volunteters repor
that they have been changed in some way by their experience of being a hospice volunteer
(ClaxtonOldfield & ClaxtonOIl df i el d, 2007) . Il f volunteer so
effectively, this could help retain and recruit into these roles, whéstticlg more positive
experiences for the volunteers.

The current study aims to build upon what is already known about volunteers in
hospice settings and to provideamorglie pt h exami nati on of wvolunt
how their role may impact on tlme@@motional welbeing. In doing this, research findings may
be applied within palliative care settings to support volunteers in their roles, ultimately
impacting on the support patients receive.

This is relevant to the field of clinical psychology asaae learn more about the

advantages and disadvantages of being a volunteer. Based on the results of this study, clinical
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psychologists could be involved in informing or providing consultancy in how to address
psychological needs of volunteers. Clinical gfsylogists are required to provide such
support, supervision and consultation to paid members of thedmsdiplinary team in
hospices (Hayley, Larson, KaSlodley, Neimeyer & Kwilosz, 2003; NICE, 2004), so would

be well placed to provide this supportréiation to volunteers. This led to the development of

the following research question: &6dWhat are p

impact on their emotionalwei ei ng from working in adult hos
Method

Design

A gualitativelnterpretative Phenomenological Analysis (IRA&¢thodology was
selected to explore hospice volunteerso6 expe
being. This is suitable as this is a scoping, exploratory study due to littlecteseathis
topic. Quantitative research would not have
experiences and meaningaking (Harris, 2012).

IPA (Smith, 1996) has been selected because its epistemology suggests that, through
interpretative methodology it i s possible to access someon
make meaning out of their experiences (Biggerstaff & Thompson, 2008). This reflects the
aims of this research. IPA is also a double hermeneutic (the researcher is making sense of the
interviewe e 6 s -makeng) $Senith & Osborn, 2003). This means that the researcher and
participant will ceconstruct an understanding of this topic (Pringle, Drummond, McLafferty
& Hendry, 2011).

In contrast to other phenomenological approaches, IPA is alsmdtitghtight
differences through identifying both convergent and divergent themes. This helps the

researcher to represent each participantds e
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approach (Smith & Eatough, 2007). The detailed accounts from parteivdihprovide
increased understanding of the experience of being a hospice volunteer.

Epistemology has also played a part in the methodological decision. The researcher
has adopted a critical realist position, typical in IPA (Smith & Eatough, 2007)efbne, the
researcher believes that we make sense of a reality, which occurs separately to our thoughts,
that is influenced by our social experiences (Harris, 2012).

Setting

Data will be collected from three hospices in North West England.
Participants

IPA is idiographic in nature and aims to understand how something has been
experienced and understood by certain people (Smith, Flowers & Larkin, 2009). Therefore,
IPA research tends to have a small, homogenous sample, purposively selected (Smith, 2015).
For this project, 6.0 hospice volunteers in patiefaicing roles will be the homogenous
sample recruited. The inclusion criteria are: people volunteering in a hospice setting, in
patientfacing roles; English speaking; aged 18 or above; and those whdHhwagapacity to
consent. Participants must be English speaking due to limited funding for research (thus
translation/interpretation costs) and limited time for collecting and analysing data in other
languages. The exclusion criteria are those who hase \oaunteering for less than one
month. Demographic details, such as gender, ethaicity, marital statusength of time they
have volunteerednd whether or not they have experienced a close friend or relative have
endof-life care within a hospice &g, will be collected. The hospices to recruit from were
selected due to location and contacts through the field supervisor.

Sampling
Purposive sampling of volunteers in hospices will be uggare interested in

i ndividual 6s i n thelievaatkat ticereeould lrersome sipeafis factors.d
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Therefore, the preference would be to recruit approximately three participants from each
hospice.
Recruitment

The volunteer coordinatoeg each hospiceill circulate information (invitation lette
[ appendi x B], participant information sheet
on [appendix A]) about the study to all eligible volunteers. They will do this by post, email or
on collection, depending on how they usually communicatenmdtion to volunteers. Those
who are interested in taking part will be asked to contact the lead researcher (by telephone,
email or posted reply slipfFreepost envelopes will be provided with the circulated
information.For all volunteers who make contathe lead researcher will then explain the
study to them in more details and arrange interviews should they still wish to take part. The
first 6-10 participants identified will be included in the study. If there is a lack of
participation, further hospés will be approached. Recruitment will close in December 2019
due to time limitations on the project.
Data collection

On the day of the interview, each participant will be given a chance to reread the
participant information sheet [appendix A] and ask questions. They will then be asked to
sign a consent form [appendix C]. It will be explained that participants can withdraw at any
time during the interview. It will also be explained that they can withdraw their data up to
two weeks after the interview.articipants will be made aware that if they request their data
to be withdrawn after data has been pooled for analysis, it may not be possible to withdraw
their data. However, every effort would be made to do this. Demographic details, such as
gender, ag ethnicity, marital statusength of time they have volunteeradd whether or not
they have experienced a close friend or relative haveokhfd care within a hospice setting

will be collected.
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Faceto-face semsstructured interviews will be condied, commonly used within
IPA. The interview schedule [appendix G] was generated based on previous literature and in
accordance with the recommendations for IPA (Smith, Flowers & Larkin, 2009). Two
volunteers read the interview schedule [appendix G] poitine data collection. They also
read the consent form [appendix C], participant information sheet [appendix A] and
participant debrief sheet [appendikdnd suggested some amendments which have been
incorporated Semistructured interviews were chosenlRA aims to elicit rich, detailed data
(Pietkiewicz & Smith, 2012). Sensitructured interviews are-giepth and allow an
opportunity for this rich data to be generated. Sstmictured interviews have been chosen to
allow specific topics to be coveredtivispace and flexibility for participants to discuss their
own ideas which may not be included in the initial interview schedule.

The interviews will be audioecorded and transcribed verbatim by the researcher.
After the first interview, the data will bdiscussed with the research supervisor and the
interview schedule will be reviewed and additional questions or prompts may be incorporated
if necessary.
Analysis

The data will be analysed using IPA (Smith, 1998)is has been chosen as it focuses
onpepl edbs experience, aims to explore the par
deeper understanding of a particular aspect of human experience (van Manen, 1984). IPA is a
double hermeneutic as the researcher is making sense of the interviewes seake of
their experience (Smith & Osborn, 2003). IPA is most suitable for small homogenous
samples (Smith, 2015) and the small homogeneous sample here are hospice volunteers in
patient facing roles. Linby-line analysis on each transcript will higdfit descriptive,
linguistic and conceptual comments. Emergent themes will then be developed. This process

will be repeated for each transcript. Patterns across cases will then be documented. Through
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this process, parti ci pmedwlls also degeloping @higharl i s m wi

order concepts (Smith et al., 2009). Analysis will be managed using NVivo software.
Ethical Issues
Disclosure of risk issues from participants

If a participant reports a risk to themselves or to someone else, the hesedlic
inform the participant that they will need to inform their supervisor or an onsite clinician. A
joint decision will then be made of how to proceed with the lead researcher and supervisor.
This would be dependent on the risk presented.

If a partiapant disclosed risk to patients, other volunteers or staff members within the
hospice, the lead researcher will inform the participant that they will need to pass this on to
the relevant people. A liaison will be identified at each hospice where ang sugk
regarding the hospice will be discussed.

Discomfort for participants

Participants may experience discomfort from talking about their experiences and a
distress protocol [appendix D] is in place. If participants are distressed during thesimtervi
the interview will be stopped, and participants will be asked if they want to continue.
Participants may choose to terminate the interview at this point or take a break. Sources of
support have been incorporated into the debrief sheet [appendix i ghoticipants need
it.

Research Ethics Committee (REC) and other Regulatory review and reports
Full ethical approval will be sought from the Faculty of Health and Medicine
Research Ethics Committee (FHMREC). Each hospice will be asked to pvaic
governance approval.

Data Management
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Audio data generated from the interviews will be deleted from any encrypted portable
device used as soon as possible and transferred to the secure University VPN. For the likely
short time between the intervieamd transfer, the audio data on the portable devie will be
stored as securely as possible and kept with the lead researcher. In all other cases, where they
are used for identifiable data, portable devices (USB drives) will be encrypted.

All documents ana@udio files will be password protected and all data stored
electronically on a secure drive (H Drive) allocated by Lancaster University. Physical copies
of consent forms will be scanned and stored securely on this H Drive. The physical consent
forms may bestored and archived. At the end of the study, the anonymised transcripts will be
transferred electronically to the DCIlinPsy Research Coordinator using a secure method
supported by the University. They will be instructed with a date of when to delete the
anonymised transcripts. These transcripts will be stored for 10 years before beinglaeleted
the DCIlinPsy Research Coordinator Fi | es cont aining participant
details will be kept in a separate secure file from the anonyrivsesicripts with an 1D
number used to match participants identifying details to their transcripts. All
personal/identifying details relating to the participants will be deleted within 6 months of the
project completion date

All researchers and study sitaf will comply with GDPR and the Data Protection
Act 2018 requirements for data collection, storage, processing and disclosure of personal
information. Please see Lancaster University
Lancaster University processpersonal data for research:
www.lancaster.ac.uk/research/datatection

Dissemination Policy
Dissemination is planned at professional and academic journals and at the Doctorate

in Clinical Psychology thesis presentation day. A summary of the results will also be made


http://www.lancaster.ac.uk/research/data-protection
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available to research participants and to the hospices from which they were recruited. The

results will also be reported in the | ead re
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