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Abstract

Background: Much palliative care provision relies on the support of volunteers. Attention is paid to the risks to professionals providing
care, such as stress and burnout, but understanding if this is an issue for volunteers is little understood. It is important to understand
the impact their role has on volunteers emotional well-being.

Aim: To explore the experiences of palliative care volunteers and how the role impacted on their emotional well-being.

Design: Interpretative phenomenological analysis, with data collected through semi-structured interviews.

Setting/participants: Volunteers in patient-facing roles within palliative and end-of-life care services in the UK.

Results: Volunteers (n = 10) across three palliative and end-of-life care services. Four themes were developed: (1) it can be challenging;
(2) it’s where I’'m meant to be; (3) managing death; (4) the importance of connection. Challenges included frustrations and questioning
themselves. Although difficult at times, volunteers expressed the importance of the role, doing well and that they benefitted too.
They also had to manage death and discussed beliefs about life and death, acceptance and managing patients’ fears. Connection with
the hospice, patients, staff and other volunteers was important, with a need for everyone to feel valued.

Conclusions: Although there are psychosocial benefits for volunteers in their role, it is important to understand the challenges faced
and consider ongoing support to help volunteers manage these challenges. This could be addressed through the consideration of
coping mechanisms, further training and reflective practice for volunteers.
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What is already known about the topic?

e Paid staff in palliative care can experience stress and burnout but little research has explored the emotional experience
on volunteers.
e \Volunteers provide emotional support to patients but receive little formal support.

What this paper adds?

e The potential impact of the challenges faced, feelings of belonging and benefitting from the role, managing death and
the importance of connection with the hospice, other volunteers and patients.

Implications for practice, theory or policy

e The benefit of reflective practice groups to better understand how volunteers are managing within their role.
e The need for future research to focus on: gender differences and people who ceased volunteering.
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Introduction

Volunteers are an integral part of palliative care systems,
with many organisations reliant on the support of volun-
teers for care delivery.! In countries such as Germany,
Switzerland and Poland, volunteers run some hospices
and organisations.?2 The USA estimates around 500,000
volunteers and the UK more than 125,000 volunteers
within palliative care services.! Volunteers in adult set-
tings can be involved in many areas, including bereave-
ment services, providing emotional support to patients
and being with patients at the end of their life. Such provi-
sion of psychosocial care to patients and families® could
lead to increased emotional demands and psychological
distress.*

Paid staff have typically been the focus of research
investigating emotional risks including stress, burnout and
mental health difficulties.® It is clear that the impact of
stress and burnout can be far-reaching: for example physi-
cal and mental health difficulties,®’” decreased job satis-
faction and leaving the profession.8® The more exposure
someone has to death and dying, the higher their risk of
burnout.1° Staff may experience compassion fatiguel.12
which is a secondary traumatic response experienced by
those in ‘helping’ positions that are involved in the care of
patients who are suffering.’? Training and developing indi-
vidualised coping strategies to encourage self-care and
resilience has been suggested to support paid staff.141>
However, stress, burnout or other mental health difficul-
ties have not been considered for volunteers in palliative
care despite their regular exposure to death and dying.
There is a need to consider the impact of death on volun-
teers’ emotional well-being and how they are coping
within their role.

Volunteering across a number of settings has positive
impacts for the volunteer on areas such as mental health,
life satisfaction and social interaction.1617 However, volun-
teering within palliative care can result in stressors includ-
ing poor communication, lack of emotional support,
feeling undervalued and the need for training.17.18
Research has focussed on personality characteristics of
palliative care volunteers,'® the reasons for becoming a
volunteer?®21 and consideration of improving and devel-
oping volunteers’ roles.?? This appears to be largely based
on maximising the benefit of having volunteers in contrast
to exploring the impact this role has on volunteers’ emo-
tional well-being.

Palliative care volunteers can have a positive impact on
patients, their families and carers; with some studies show-
ing higher satisfaction with more volunteer involvement.??
Due to the reliance on volunteers, research is needed to
understand the experiences of volunteering in hospice and
palliative care settings.l” This could help to retain and
recruit into these roles, whilst creating more positive expe-
riences for volunteers.

Method

Research question

What are palliative care volunteers’ experiences of the
impact on their emotional well-being from working in
adult hospice care?

Design

An Interpretative Phenomenological Analysis design was
selected?® because, through interpretative methodology,
it is possible to access someone’s ‘inner world’, gain a
deeper understanding of a particular aspect of human
experience and how individuals make meaning out of
their experiences.?*?> A critical realist position was
adopted, typical in Interpretative Phenomenological
Analysis.?®

Setting

Three hospices in the North West of England. Hospices
provide a range of services including supporting people
with their physical, emotional, social and spiritual needs
and can be accessed as an inpatient or outpatient.?’
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 access.
Experiences of hospice volunteers in patient-facing
roles were selected to ensure that the sample was
homogenous,*°

Participants

See Table 1 for inclusion and exclusion criteria.

Sampling

Interpretative Phenomenological Analysis is idiographic
with an aim to understand how something has been expe-
riencedandunderstood.?8InterpretativePhenomenological
Analysis research tends to have small, homogenous sam-
ples, purposively selected, and this approach was used in
this study.?®

Recruitment

Volunteer coordinators at each participating hospice cir-
culated information about the study to eligible volunteers
by post, email or on collection. If interested, volunteers
were asked to contact the researcher. For all volunteers
who made contact, the lead researcher explained the
study and arranged interviews. Volunteer recruitment
ceased when it was determined that data collected were
sufficient to address the research question.
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Table 1. Inclusion and exclusion criteria for participants.

Inclusion criteria

Exclusion criteria

= English speaking

= Aged 18 or over

= Those who have the capacity to consent

= People volunteering within palliative and end-of-life
care settings with adults

= Volunteers in patient-facing roles

= Those who have been volunteering for less than one month.

Data collection

Face-to-face semi-structured interviews were undertaken
by HC (female researcher) in hospice and university set-
tings. These are commonly used within Interpretative
Phenomenological Analysis to elicit rich, detailed data
with specific topics and flexibility for participants to dis-
cuss their own ideas.3? The interview schedule was gener-
ated based on previous literature and in accordance with
therecommendationsforinterpretativePhenomenological
Analysis. Topics included becoming a volunteer, personal
experiences of death and dying, the positive and challeng-
ing aspects of the role, available support, strong thoughts
and feelings and how the role impacted on wider life. The
participant and researcher were present. The interviews
were audio-recorded and transcribed verbatim by HC.
Field notes were made during and after interviews. After
the first interview, data were discussed with CW and the
interview schedule reviewed.

Analysis

Interpretative Phenomenological Analysis?3 is a double her-
meneutic, so the analysis was an account of both the indi-
viduals’ meaning-making of their experience and the
researcher’s interpretation of this. Transcripts were read,
re-read and initial thoughts were recorded. Line-by-line
analysis highlighted descriptive, linguistic and conceptual
comments. Emergent themes were developed, and this pro-
cess was repeated for each transcript. Patterns across cases
were then documented. Participants’ individualism was
maintained whilst also developing higher order concepts.28
Analysis was managed using NVivo12 software.3! Data col-
lection ceased when sufficient high-quality data had been
collected to provide a rich and detailed account of partici-
pants’ experiences. Credibility of the analysis was enhanced
through discussions of transcripts, summary notes and
theme descriptions between HC and CW.

Ethical issues

Research ethics committee approval was obtained from
the Faculty of Health and Medicine Research Ethics
Committee (FHMREC) at Lancaster University (FHMREC
reference: FHMREC18072), with research governance

approval provided by participating hospice sites.
Participants provided written and verbal consent. Ethical
considerations included the disclosure of risk from partici-
pants and participant discomfort due to the topics.
Flexibility in the interview schedule permitted the naviga-
tion of difficult topics and a plan for further support had
been agreed with the hospice prior to interviewing par-
ticipants. Further sources of support were highlighted to
participants.

Results

Ten hospice volunteers in patient-facing roles partici-
pated between July-October 2019. (Table 2). Both inpa-
tient and day therapy unit roles included serving
refreshments and befriending patients. Community
roles were focussed on befriending and supporting with
practical tasks where appropriate. The interviews lasted
a mean of 84 minutes (range 63-129 minutes). Four
themes were developed: (1) it can be challenging; (2) it’s
where I’'m meant to be; (3) managing death; (4) the
importance of connection.

Theme one: It can be challenging

A commonly reported concept was difficult experiences
and challenges faced when volunteering. One challenge
was feeling that they were not giving enough of them-
selves whether that be in their skills, abilities or in time.
This included feelings of not being ‘good enough’ affecting
their level of confidence as they questioned if they were
meeting patients’ needs. They were uncertain whether
they would be able to manage other people’s experience
of death and dying. This could affect their sense of worth
and result in feelings of failure:

“l just felt | never said the right thing. . .it worried me. . .1 just
felt inadequate” (P10, Female, <5 years volunteering).

These challenges could lead to volunteers struggling to
say ‘no’ when the hospice requested additional support,
indicating the importance of boundaries. Volunteers had
different boundaries; some aiming to maintain distance
and not get too involved, with others wanting to maintain
contact with patients after they had left the hospice:



674

Palliative Medicine 36(4)

Table 2. Demographic details of participants.

36—84 years old (mean 66.9 years old)

Age
Gender F=6,M=4
Ethnicity White British n =10
Marital status Singlen=3

Widow n=2

Co-habitingn=1

Marriedn=3

Widowed and remarried n=1

Employment status

Employed full-time n=1

Employed part-timen=1

Retiredn=8
9 months—17 years (mean 6.2 years, SD 6.6)

Length of time volunteering in current
patient-facing role
Volunteer role

Community (e.g. hospice at home, hospice neighbour) n=1 (P1)

Day therapy n=2 (P8, P10)

Inpatient unit n = 2 (P5, P6)

Driver n=2 (P2, P9)

Day therapy and inpatient unit n =2 (P3, P4)
Inpatient unit and community n=1 (P7)

Yesn=8
Non=2

Has a close friend or relative had EOL
care in a hospice?
Participants from each hospice

Location of interviews Hospice =9

University =1
Hospice 1 = comprehensive induction programme including on-to-job training

Hospice induction and training

Hospice 1 n=5, Hospice 2 n=2, Hospice 3n=3

tailored to each role

Hospice 2 = half day induction, on-the-job training and a series of training days
for specific roles for example inpatient, befrienders and advisors

Hospice 3 = induction programme, training for specific roles

“It’s about retaining the little bit of distance. . .once it
becomes personal. . .you’re part of that emotion so you’re
not being supportive. You might need more support than that
person. . .if you allow that to take over” (P7, Male, >10 years
volunteering).

Recognising limits as a volunteer was important to enable
the continuation of support for patients, however some-
times this was difficult, and a break from volunteering was
needed to safeguard their emotional well-being. One
highlighted that the length of time with a patient could
impact on emotional well-being:

“I thought | just need to take a little breather. . .it’s very sad
when anybody passes but when you’re, sometimes
befriending can be a couple of weeks. . .months. . .But this
was. . .nearly four and a half years”. (P7, Male, >10 years
volunteering).

Other challenges included the lack of information from
the hospice regarding patients which could put volunteers
in a difficult position and lead to feelings of anger or anxi-
ety. Volunteers could be left feeling not important enough
to receive particular information which could highlight a
disparity between paid staff and volunteers:

“I thought he was having a heart attack. . .his physical
features told me he was having a heart attack and it wasn’t a
heart attack and | should’ve been told about that. . .|
was. . .a little bit annoyed with them here. . .We’ve got to
know how the patient, what issues” (P9, Male, >10 years
volunteering).

Volunteers tended to only get information from the
patients themselves if they chose to disclose this and
some experienced this as shocking but recognised the
natural human reaction of managing death:

“You’re not human if you don’t feel it inside” (P5, Female,
5-10 years volunteering).

Some participants described thinking about themselves
as the patient which indicates that volunteering can bring
death and mortality to the forefront of one’s mind.

“I look at some of these patients and you think to yourself
why them and not me? Especially if they’re young, you think
how unfair is that?” (P4, Female, <5 years volunteering).

Despite the number of challenges faced, participants
described things that made them want to continue
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volunteering. This included faith which supported some
participants in managing and making sense of challenges
regarding death and accessing support from other volun-
teers either informally or through the hospice’s ‘buddy
system’ which appeared to facilitate feelings of security
within their role:

“I think knowing that they’re there and that you’re not on
your own is important. . .sometimes you think, mm am |
doing it right? Am | doing it wrong?. . .it’s not something you
necessarily want to take to the hospice. But you can just run
it past somebody else that’s doing the same role” (P1, Female,
>10 years volunteering).

Theme two: It’s where I’'m meant to be

Volunteers talked about the hospice passionately and
many expressed it being a huge part of their lives with
their role providing satisfaction. Some participants lacked
contentment in their day-to-day life therefore the hospice
provided them with an opportunity to feel fulfilled and
others discussed volunteering in the hospice as some-
thing that was meant to be and enabled self-discovery, a
sense of comfort and belonging:

“I hate my day job and | don’t have any job satisfaction. . .|
get here and | know I’'ve done something that’s rewarding. . .
valuable, | carry that with me for the rest of the week. . .
that’s my little recharge every Sunday” (P6, Female, <5 years
volunteering).

“it was something | somehow felt drawn to. . .l just feel at
home, really at home. It’s like I've always been there. . .Every
time we went past the hospice | used to say, “one day I'm going
to volunteer there”” (P8, Female, >10 years volunteering).

Personal benefits of volunteering were discussed includ-
ing it being rewarding, a privilege and community spirited.
Some felt that the hospice instilled hope and reminded
them about the goodness in people and this may have
helped to mitigate against the challenges:

“This place has given me hope. . .| don’t know where else
there would be such a gathering of human beings that are
absolutely chuck full of kindness and humanity and sympathy
and empathy and just wonderful people” (P10, Female,
<5 years volunteering).

Some participants felt that it was important to do well in
their roles, for example fulfilling patients’ needs and
coping with the emotions of working in an end-of-life
setting. A volunteer driver found a patient dead when he
arrived to pick him up. He minimised this experience. 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:

“I think you just get immune to it. It just goes in at one ear
and out at the other. Because, if you let it play on your mind
you wouldn’t do it you know” (P2, Male, >10years
volunteering).

Most participants were first exposed to the hospice
through visiting a relative or friend before they became a
volunteer. They discussed changing roles from visitor to
volunteer, the reasons they wanted to do this and what it
meant to them. Some participants wanted to maintain a
connection with the hospice and be closer to their loved
ones:

“ . .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” (P7, Male, >10 years
volunteering).

However, some participants also discussed the hospice
being different to what they had experienced as a visitor
which could be difficult to accept. The nursing staff did
not appear to have as much time for volunteers as they
did for visitors which could leave a volunteer feeling less
important, promoting a shift in their relationship:

“That was my first kind of seeing the nurses as different
people. . .I almost nearly regretted it. Coz I. . .wanted that
same feeling that | had when that nurse was comforting me
that day. | wanted that kind of environment all the time, just
to be that whole kind of, like you’re in a big woolly blanket.
And it wasn’t” (P6, Female, <5 years volunteering).

Overall, participants had a strong desire to be part of the
hospice community and reaped benefits from volunteering.

Theme three: Managing death

Volunteers expressed how death not frightening them
enabled them to effectively support patients and recog-
nised different perceptions of death linked to faith which
helped to make sense of and cope with death:

“Some people are terribly afraid of death, they don’t want to
be anywhere near it and yet it can be beautiful when people
are slipping away calmly and serenely” (P10, Female,
<5 years volunteering).

Others spoke about death more frankly:

“I blank it, it doesn’t bother me at all. . .time and time
again. . .they die” (P2, Male, >10 years volunteering).

Participants discussed their personal beliefs regarding life
and death and some participants described death and ill-
ness not discriminating against people based on their sta-
tus within society:
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“ . .as you know with cancer it doesn’t stop. It affects all
walks of life. | had. . .the retired head of a sixth form college
inthe front and in the back, | had a binman. A road sweeper. . .
these people went together in the hospice and they were all
one really because whatever they did in their life, it didn’t
matter. . .”. (P2, Male, >10 years volunteering)

Another participant spoke about a hunger for life and
being grateful for the time you have, however they high-
lighted that it was more challenging to accept the dying
and death of younger patients:

“ . .when it’s somebody young with a young family they’ve
not really had life have they? So, in some ways they’ve been
robbed of what people normally expect from life. . .Whereas
somebody who’s got their grandchildren. . .It’s sad when
anybody died but least, that’s life isn’t it?” (P8, Female,
>10 years volunteering).

Volunteers discussed how they support patients in their
hospice journey. Participants described how they support
patients with fears around death and dying and would
work hard to make patients comfortable and distill these
fears and perceptions around what a hospice is. However,
this could put responsibility onto volunteers to share their
experience of hospices within their communities:

“It’s the word hospice that puts a lot of people off. And | just
say, ‘it’s nothing like that’ | don’t come away upset or
thinking about it because they’re all lovely, it’s calm, it’s a
nice, calm place. There’s no screaming and carrying on” (P5,
Female, 5-10 years volunteering).

Some patients were at peace with dying but could also be
fearful of death:

“ . .sometimes it’s those last weeks that give people a certain
dimension. . .A chance to make peace with their family and
say goodbye and perhaps right life’s wrongs. . .this chap. . .
He said, “oh I've said all my goodbyes” he said, “I'm ready”. . .
There are some tears shed but very often there are smiles as
well”(P10, Female, <5 years volunteering).

Another participant described the importance of being
alongside patients during their time in the hospice so that
they did not feel alone. They also recognised the impor-
tance of giving space to the family when they visit:

“I never used to like to think that anybody was on their own.
| would even, on my break, go and have a cup of tea with
someone you know just to be there. And the family would
come then, and I'd just go walk away” (P5, Female, 5-10 years
volunteering).

Overall participants seemed to manage death well and
had strategies to assist them. However, certain experi-
ences were more difficult, such as seeing younger patients
approaching the end of life.

Theme four: The importance of connection

Volunteers discussed strong connections and relation-
ships formed with patients. Volunteers spend extended
periods of time with patients which can impact on the
intensity of the relationship and be challenging when
this ends:

“It’s very upsetting because you’ve been with that man or
that lady for sixteen weeks and then they go. . .it’s a shame
when the sixteen weeks come to an end” (P4, Female,
<5 years volunteering).

In social relationships more generally, if someone is shar-
ing personal information it can form stronger connec-
tions. Participants discussed how they connected and
formed relationships with patients. Although this could be
an emotional burden for volunteers, some participants
spoke about the enjoyment they got from connecting
with patients and meeting new people:

“It’s a learning curve. . .you pick something up new every
day. . .people with so many different tales to tell. . .I find it
interesting” (P2, Male, >10 years volunteering).

Some described reciprocity that developed in relation-
ships with patients and families and this was important to
evoke feelings of being valued by the patient:

“When she was in the hospital she’d be saying, “l don’t want
you walking down them corridors on your own”. . .she’s
worrying about me. . .They get to know you and care about
you as much as you hopefully care about them” (P1, Female,
>10 years volunteering).

It was important to participants to support family mem-
bers as well as patients and this participant appeared to
find the moment special.

It could be challenging to identify when to cease com-
municating with family members that volunteers have
connected with after the death of their loved one. Some
managed this by being guided by the family. However, the
family’s needs may not reflect what is most suitable for
the volunteer:

“If they wanted to cut off dead, you know sort of when the
person passes, fine. . .But if they need a little more sort of
slowly releasing then I’'m happy with that as well”.. (P1,
Female, >10 years volunteering).

Participants discussed the value of connection with
other volunteers and the hospice. Some felt that the
hospice provided them with community and fulfilment
in life:

“It just keeps me going and gets me up and gets me out” (P2,
Male, >10 years volunteering).
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This indicates the value in paid staff and volunteers being
treated equally and supporting volunteers to feel valued
and connected to the hospice. P3 feared that this would
end based on previous experiences volunteering and said:

“That’s what I’'m frightened of here. . .that you see something
that you’re not keen on. . .Is that being naive of me? That
everything should be sort of sweetness and light”. (P3, Male,
<5 years volunteering)

It seemed that this participant had idealised what the
hospice should be like and did not allow room for error.
However, they had awareness of this which is important.

Connection played a huge part in the volunteers’ role
with patients, other volunteers and the hospice. Humans
seek connection and, for some volunteers who lived
alone, it provided them with a community that they were
not receiving elsewhere.

Discussion
Main findings

Being a palliative care volunteer impacted on emotional
well-being. Positive impacts included feeling ‘it’s where
I'm meant to be’ and ‘the importance of connection’. It
enhanced the volunteers’ lives in a variety of ways.
‘Managing death’ could have a positive impact as it helped
participants to understand their beliefs about life and
death thus contributing to personal development, how-
ever they also had to find ways to manage patients’ fears
about death. Negative impacts included challenges and
frustrations that the role brought: ‘it can be challenging’.

What this study adds

Difficult experiences were central to volunteers’ experi-
ence of their roles. Challenging experiences, which these
findings support, can include seeing suffering, particularly
in younger patients,3233 time constraints for volunteers,3*
not feeling confident in communicating with patients and
how well volunteers’ felt they were fulfilling their role.3>
Additionally, challenges of ‘not being good enough’, not
being able to do ‘enough’ for patients and challenges
regarding the hospice and its processes were identified.
Boundary challenges, such as the patient not wanting
the volunteer to leave could be difficult to manage.3*
Being able to emotionally detach from patients has been
found to be an effective coping strategy for some3® whilst
others use strategies which could be categorised as mean-
ing-making through appraisal,333437 problem-emotion-
focussed coping.3437 The current study highlights
boundary challenges. It is useful to understand more
about volunteers’ boundaries as it could be a challenging
balance when trying to maintain positive relationships
and recognising personal limits and risk of burnout.
Learning how to manage emotionally was important to

enable volunteers to continue in their roles. Meaning-
making through appraisal was important, for example
personal faith impacting on the role.333437 Problem-
focussed coping such as using internal support mecha-
nisms (speaking with volunteer coordinators) and
emotion-focussed coping (speaking to other volunteers,
friends and family was also useful.3437

Previous research has identified many positive impacts
of being a palliative care volunteer3® including how the
development of empathy, compassion and acceptance can
positively impact the volunteers’ wider life353? as well as the
development of a sense of happiness and feeling useful,
thus being personally rewarding.334041 |t is also widely
reported that volunteering is positively associated with bet-
ter emotional well-being during older age; this could be due
to a sense of accomplishment and a bigger social network
therefore indicating personal gains.*2 This research supports
these understandings of the positive impact of volunteering
on emotional well-being and may be helpful for volunteer
coordinators in the recruitment of volunteers through pro-
moting these rewards and benefits of volunteering.

Connection between volunteers, staff and patients
were central to volunteers’ experiences. Closeness could
be represented by hugging, holding hands and crying
together33 and reciprocity within the patient-volunteer
relationship is also shown.3% Reciprocity is an outcome of
social exchange and can influence social support, physical
and psychological well-being, particularly later in life.3
The role of a volunteer is social in nature and relationship
building is important to both volunteer and patient.** This
research supports the importance of closeness, connec-
tion and reciprocity between patients and volunteers. The
current research showed that it was important for partici-
pants to feel connection to the hospice itself but also to
other volunteers as this could provide another layer of
support.3® The personal growth experienced by partici-
pants could counteract stressful or challenging experi-
ences within their role.*® It is important for hospices to
understand the aspects of the volunteers’ role that are
valued so highly to be able to promote this further thus
impacting positively on volunteers’ emotional well-being.

Strengths and limitations

The self-selection of participants may have meant that
those who participated had stronger or more positive
views and may not have been representative of the wider
volunteer population. It may have been useful to also
interview volunteers who had ceased volunteering as they
may have found the role more emotionally challenging.

Recommendations for future research,
policy and practice

Policy makers and practitioners should consider working
with volunteers to discuss helpful coping mechanisms,
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where they might seek professional support and channels
that could be accessed to discuss patients with whom they
are struggling. This could include input from the multi-disci-
plinary team, identify gaps in knowledge and availability of
support and could be addressed from induction. Reflective
practice groups, run by clinical psychologists, could be use-
ful for volunteers to discuss patients, families, difficulties
and any aspects of the therapeutic relationship.

Future research could focus on gender differences
between volunteers and how they experience their roles.
Research with people who decided to stop volunteering
may also be useful to understand if there were any par-
ticular challenges or stressors and support hospices in
recruitment and retainment of volunteers in the future.
Future research is also important to further understand
the rewards and benefits of volunteering

Conclusions

This study offers insights into the impact of volunteers’
roles on their emotional well-being. Although there are
psychosocial benefits for volunteers, it is also important
to consider challenges and offer ongoing support to help
volunteers manage these challenges.

Declaration of conflicting interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) received no financial support for the research,
authorship, and/or publication of this article.

ORCID iDs

Helena Coleman https://orcid.org/0000-0002-3318-151X

Catherine Walshe https://orcid.org/0000-0002-4531-8608

References

1. Hospice UK. Facts and figures, https://www.hospiceuk.org/
about-hospice-care/media-centre/facts-and-figures (2019,
accessed 13 April 2020).

2. Arias-Casais N, Garralda E, Rhee JY, et al. EAPC Atlas of pal-
liative care in Europe 2019. Vilvoorde EAPC Press. https://
dadun.unav.edu/handle/10171/56787 (2019, accessed 12
April 2020).

3. Burbeck R, Low J, Sampson EL, et al. Volunteers in special-
ist palliative care: a survey of adult services in the United
Kingdom. J Palliat Med 2014; 17(5): 568-574.

4. Hill RC, Dempster M, Donnelly M, et al. Improving the well-
being of staff who work in palliative care settings: a system-
atic review of psychosocial interventions. Palliat Med 2016;
30(9): 825-833.

5. Kamau C, Medisauskaite A and Lopes B. Orientations can
avert psychosocial risks to palliative staff: orientations.
Psychooncology 2014; 23(6): 716-718.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

Khamisa N, Peltzer K, llic D, et al. Work related stress, burn-
out, job satisfaction and general health of nurses: a follow-
up study. Int J Nurs Pract 2016; 22(6): 538-545.

Trinkoff AM, Zhou Q, Storr CL, et al. Workplace access, neg-
ative proscriptions, job strain, and substance use in regis-
tered nurses. Nurs Res 2000; 49(2): 83—90.

Aiken LH, Clarke SP, Sloane DM, et al. Hospital nurse staff-
ing and patient mortality, nurse burnout, and job dis-
satisfaction | Nursing | JAMA | JAMA Network. https://
jamanetwork.com/journals/jama/fullarticle/195438 (2002,
accessed 2 December 2019).

Rushton CH, Batcheller J, Schroeder K, et al. Burnout and
resilience among nurses practicing in high-intensity set-
tings. Am J Crit Care 2015; 24(5): 412-420.

Puyat JH, Leclerc A, Song A, et al. Exposure to deaths and
dying and risks of burnout among long-term care staff: a
cross-sectional survey. Palliat Med 2019; 33(6): 717-720.
Harris C and Griffin MT. Nursing on empty: compassion
fatigue signs, symptoms, and system interventions. J Christ
Nurs 2015; 32(2): 80-87.

Melvin CS. Historical review in understanding burnout,
professional compassion fatigue, and secondary traumatic
stress disorder from a hospice and palliative nursing per-
spective. J Hosp Palliat Nurs 2015; 17(1): 66-72.

Kase SM, Waldman ED and Weintraub AS. A cross-sectional
pilot study of compassion fatigue, burnout, and compas-
sion satisfaction in pediatric palliative care providers in the
United States. Palliat Support Care 2019; 17(3): 269-275.
Kamal AH, Bull JH, Wolf SP, Swetz KM, Shanafelt TD, Ast K,
Kavalieratos D, Sinclair CT, Abernethy AP. Prevalence and
Predictors of Burnout Among Hospice and Palliative Care
Clinicians in the U.S. J Pain Symptom Manage. 2016 April;
51(4): 690-696. doi: 10.1016/].jpainsymman.2015.10.020.
Swetz KM, Harrington SE, Matsuyama RK, et al. Strategies
for avoiding burnout in hospice and palliative medicine:
peer advice for physicians on achieving longevity and ful-
fillment. J Palliat Med 2009; 12(9): 773-777.

Casiday R, Kinsman E, Fisher C, et al. Volunteering and
health: what impact does it really have. Volunt Engl 2008;
9(3): 1-3.

Coleman H and Walshe C. What are the emotional experi-
ences of being a volunteer in palliative and end-of-life care
settings? A systematic review and thematic synthesis. J
Pain Symptom Manag 2021; 62: e232—e247.

MacLeod A, Skinner MW and Low E. Supporting hospice
volunteers and caregivers through community-based par-
ticipatory research. Health Soc Care Community 2012;
20(2): 190-198.

Claxton-Oldfield S and Banzen Y. Personality characteris-
tics of hospice palliative care volunteers: the ‘big five’ and
empathy. Am J Hosp Palliat Med 2010; 27(6): 407-412.
Nissim R, Emmerson D, O’Neill B, et al. Motivations, satis-
faction, and fears of death and dying in residential hospice
volunteers: a prospective longitudinal study. Am J Hosp
Palliat Med 2016; 33(4): 335-339.

Planalp S and Trost M. Motivations of hospice volunteers.
Am J Hosp Palliat Med 2009; 26(3): 188—-192.

Candy B, France R, Low J, et al. Does involving volun-
teers in the provision of palliative care make a difference
to patient and family wellbeing? A systematic review of


https://orcid.org/0000-0002-3318-151X
https://orcid.org/0000-0002-4531-8608
https://www.hospiceuk.org/about-hospice-care/media-centre/facts-and-figures
https://www.hospiceuk.org/about-hospice-care/media-centre/facts-and-figures
https://dadun.unav.edu/handle/10171/56787
https://dadun.unav.edu/handle/10171/56787
https://jamanetwork.com/journals/jama/fullarticle/195438
https://jamanetwork.com/journals/jama/fullarticle/195438

Coleman et al.

679

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

34,

quantitative and qualitative evidence. Int J Nurs Stud 2015;
52(3): 756-768.

Smith JA. Beyond the divide between cognition and dis-
course: using interpretative phenomenological analysis in
health psychology. Psychol Health 1996; 11(2): 261-271.
Biggerstaff D and Thompson AR. Interpretative phenomeno-
logical analysis (IPA): a qualitative methodology of choice in
healthcare research. Qual Res Psychol 2008; 5(3): 214-224.
van Manen M and van Manen M. Doing phenomenologi-
cal research and writing. Qual Health Res 2021; 31: 1069—
1082. Doi: 10.1177/10497323211003058

Smith JA and Eatough V. Interpretative phenomenological
analysis. In: Lyons DE and Coyle A (eds) Analysing qualita-
tive data in psychology. London: SAGE, 2007, pp.35-50.
Hospice UK. What is hospice care | About hospice care.
https://www.hospiceuk.org/about-hospice-care/what-is-
hospice-care (accessed March 5 2021).

Smith J, Flowers P and Larkin M. Interpretative phenom-
enological analysis: theory, method and research. London:
SAGE, 2009.

Smith JA. Qualitative psychology: a practical guide to
research methods. London: SAGE, 2015.

Pietkiewicz | and Smith JA. Praktyczny przewodnik interpreta-
cyjnej analizy fenomenologicznej w badaniach jakosciowych
w psychologii. Czas Psychol 2012; 18(2): 361-369.

Richards L. Using NVIVO in qualitative research. London:
SAGE, 1999. pp.246.

Dein S and Abbas SQ. The stresses of volunteering in a hos-
pice: a qualitative study. Palliat Med 2005; 19(1): 58-64.
Soéderhamn U, Flateland S, Fensli M, et al. To be a trained
and supported volunteer in palliative care: a phenomeno-
logical study. BMC Palliat Care 2017; 16(1): 18.

Brown MV. How they cope: a qualitative study of the cop-
ing skills of hospice volunteers. Am J Hosp Palliat Med
2011; 28(6): 398-402.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

Azuero CB, Harris GM, Allen RS, et al. Team-based volun-
teerism with the seriously ill: a qualitative analysis from 10
volunteers’ perspectives. J Soc Work End Life Palliat Care
2014; 10(3): 282-295.

Elliott G and Umeh K. Psychological issues in voluntary hos-
pice care. BrJ Nurs 2013; 22(7): 377-383.

Claxton-Oldfield S and Claxton-Oldfield J. The impact of vol-
unteering in hospice palliative care. Am J Hosp Palliat Med
2007; 24(4): 259-263.

Wilson DM, Justice C, Thomas R, et al. End-of-life care vol-
unteers: a systematic review of the literature. Health Serv
Manage Res 2005; 18(4): 244-257.

Muckaden MA and Pandya SS. Motivation of volunteers to
work in palliative care setting: a qualitative study. Indian J
Palliat Care 2016; 22(3): 348—353.

Beasley E, Brooker J, Warren N, et al. The lived experience
of volunteering in a palliative care biography service. Palliat
Support Care 2015; 13(5): 1417-1425.

Tait GR and Hodges BD. Residents learning from a narra-
tive experience with dying patients: a qualitative study. Adv
Health Sci Educ 2013; 18(4): 727-743.

Tabassum F, Mohan J and Smith P. Association of volun-
teering with mental well-being: a lifecourse analysis of a
national population-based longitudinal study in the UK.
BMJ Open 2016; 6(8): e011327.

LeBlanc RG. Reciprocity in caregiving relationships: con-
texts in later life. Int J Hum Caring 2017; 21(3): 151-158.
Burbeck R, Candy B, Low J, et al. Understanding the role
of the volunteer in specialist palliative care: a systematic
review and thematic synthesis of qualitative studies. BMC
Palliat Care 2014; 13(1): 3.

Palacio G C, Krikorian A, Gdmez-Romero MJ, Limonero JT.
Resilience in Caregivers: A Systematic Review. Am J Hosp
Palliat Care. 2020 Aug;37(8):648-658. doi: 10.1177/10499
09119893977.


https://www.hospiceuk.org/about-hospice-care/what-is-hospice-care
https://www.hospiceuk.org/about-hospice-care/what-is-hospice-care

