What are the emotional experiences of being a volunteer in palliative and end-of-life

care settings? A systematic review and thematic synthesis.

Abstract

Context: Previous research has focused on the risks of stress, burnout and the impact on
general emotional well-being in paid palliative care staff, however volunteers in patient-
facing roles are exposed to similar stressors. Volunteers increasingly provide emotional
support to patients and families but receive little formal support for themselves. It is
important to understand volunteers’ emotional experiences of their role to identify strategies
that could be implemented to support them effectively.

Objectives: To synthesise qualitative data on the emotional experiences of being a volunteer
in palliative and end-of-life care settings, including how people cope with this role and how
they can be best supported.

Methods: A systematic review with thematic synthesis design, with an iterative three-stage
synthesis, including line-by-line coding, organising this into descriptive themes and then
developing analytical themes. Four databases (PsycInfo, CINAHL, MEDLINE and
EMBASE) were searched in November 2019. The Critical Appraisal Skills Programme was
used to evaluate included papers.

Results: From the 22 included studies, four themes were developed: (1) intrinsic challenges
(e.g. conflicting feelings); (2) extrinsic challenges (e.g. resources and expectations); (3)
personal gain (e.g. learning and self-growth); and (4) developing relationships (e.g.
appropriate boundaries). Challenges included personal feelings related to their role for
example uncertainty, not being ‘good enough’ and feeling drained as well as frustrations

within the palliative care system.



Conclusion: Volunteers face unique challenges but also positive impacts that can affect their
emotional well-being. It is important to monitor how volunteers are coping and provide

appropriate support.

Keywords: qualitative research, hospices, hospice care, terminal care, palliative care,

volunteers

Key Message

This systematic review and thematic synthesis provides an insight into the positive and
negative emotional experience of palliative care volunteers in relation to their role. It
highlights the unique intrinsic and extrinsic challenges faced. The results indicate a need to

monitor how volunteers are managing and provide appropriate support.



Introduction

Provision of high-quality palliative care requires a multi-disciplinary team approach, with
such teams often including high numbers of volunteers, perhaps as many as 1.5 volunteers
per paid member of staff(1)(2) . There are approximately 500,000 hospice and palliative care
volunteers in the United States and over 125,000 throughout the United Kingdom (UK)(3).
First used primarily in ‘back-office’ roles such as administration, fundraising, and shops, they
are increasingly found providing patient-facing care and support, with a recent survey
showing that nearly 59% of services had patient-facing volunteers in a variety of settings
including hospices, hospitals and the community(1)(4). Volunteers in such patient facing
roles are integral in supporting patients at the end of life as they offer a different and
complementary service to that of paid staff. For example, they are able to spend more time
with patients, focusing on psychosocial needs. They are estimated to reduce hospice costs, in
the UK by 23%, indicating a financial benefit for hospices to recruit and retain volunteers(5).
For effective retainment of volunteers, especially those in patient-facing roles, and to
promote a positive volunteering environment, emotional well-being needs to be considered to

ensure they are content and have effective resources to manage within their role.

People volunteer for a number of reasons including personal gain, altruism, civic
responsibility and leisure(6). The volunteer role has developed over the years with more
volunteers in patient-facing roles leading to an increasing interest across hospice and
palliative care in developing these roles further(7). Volunteers are increasingly providing
emotional care to patients and families, with 86% of UK hospices reporting that volunteers
provide emotional care in inpatient settings(1). Volunteers providing emotional care is also
common within community settings, with 68% of hospices surveyed reporting that volunteers

are involved in counselling(1). Irrespective of whether individuals were volunteering their



professional skills, counselling can be an emotionally demanding role and, without
appropriate support and supervision, could negatively impact volunteers. Volunteers may

also be with patients and families at the end of life, supporting them in a challenging time.

The emotional impact of working in palliative care settings for paid staff includes risk of
burnout, stress and an impact on general emotional wellbeing(8). Although volunteers are
exposed to similar stressors within palliative care, research is less likely to have focused on
volunteers’ emotional responses or considerations of support that could be implemented to
assist in coping with their role. Recent literature reviews have focused on the contribution of
volunteers’ services to end-of-life care(7), personality traits(9), stressors(10), understanding
the role of volunteers and exploring the distinction between paid staff and volunteers(11), the
benefit of volunteers on patients and their families(12) and examining volunteers’
experiences of being in inpatient hospital settings(13). However, there have been no literature

reviews focusing exclusively on the emotional experience of being a palliative care volunteer.

Methods

Aims

This review aims to synthesise qualitative data on palliative care volunteers’ emotional
experiences of their role and how they manage this. The literature review question is “What
are the emotional experiences of hospice volunteers in relation to their role and how do they

manage this?”

Design
A systematic review with thematic synthesis design (14) was selected. This approach

emulates thematic analysis within empirical research and includes both the author’s and



participants’ interpretations of a particular experience. Thematic synthesis is an iterative
three-stage synthesis including line-by-line coding, organising this into descriptive themes
and then developing analytical themes. The researcher adopted a critical realist position,
ontologically realist and epistemologically relativist(15). This indicates that the data obtained
does not lead to direct access of reality, but that individuals’ perceptions and beliefs affect

their understanding of reality(14). This review is reported using the ENTREQ guidelines(16)

Inclusion and exclusion criteria
Inclusion and exclusion criteria are reported in Table 1 and focused on research on volunteers

in palliative care settings with data on their emotional experiences.

Data sources
“MEDLINE”, “EMBASE”, “CINAHL” and “PsycINFO” electronic databases were chosen
as the most appropriate for this topic, and searched in November 2019. There were no date

restrictions. A hand-search of references from the selected studies was also conducted.

Search strategy

A psychology subject librarian was consulted and agreed to the final search strategy. The
research tool SPIDER (Sample, Phenomenon of Interest, Design, Evaluation, Research
type)(17) was used to identify key parts of the research question and assisted in structuring
the search strategy. The overall search concepts and how they were determined are presented

in table 2.

Full-text search and database subject terms can be seen in supplementary table 1. Papers were

exported onto a bibliography manager, Endnote (Version X9), and de-duplicated. The titles



and abstracts of the remaining papers were read (author HC) and, if unsure of the suitability
of a paper, the full text was read. Author CW acted as second checker, and appraised a
quarter of the papers against the inclusion criteria to confirm inclusion, with disagreements

being revolved via discussion.

Critical appraisal

The Critical Appraisal Skills Programme (CASP)(18) was selected to assess strengths and
limitations of the included studies. CASP covers ten quality areas and the initial two
questions identify papers which are unsuitable. The remaining questions cover design,
sampling, data collection, the relationship between the participant and researcher, ethical
issues, data analysis, findings and value of the research which generates an overall score. The
rating system was a three-point system with strong evidence being given three points;
moderate evidence being given two points; and weak evidence being given one point. The
scores ranged from 12 to 22 (see supplementary table 2). Ratings were made by HC, with one
quarter of the papers evaluated by CW to assess congruence with the appraisal of included
papers. The ratings of papers corresponded between reviewers which enabled a final rating to
be agreed. Papers were not excluded based on their reported quality as this could exclude
relevant papers based on the reporting of the research rather than the research itself, but an

understanding of their quality used in the synthesis and its focus(19).

Data extraction

Data were extracted by HC, checked by CW and inputted into a summary table which
included author, year, country, research question/aim, sample, design, data collection
method(s) and findings. Where a study had data from volunteers and paid staff, only data

related to volunteers was extracted. NVivo was used to manage data extraction and analysis.



Data analysis
The process of deriving themes was inductive. HC coded and analysed papers and agreed on
the findings with CW. It was not a requirement of the chosen design for both researchers to

independently code and analyse the data(14).

Stage one

Line-by-line coding of participants’ accounts and authors’ interpretations were developed
through NVivo. As new studies were introduced, new codes were developed. Each sentence
had at least one code although numerous codes could be used for a sentence. Initial codes

were discussed with the team.

Stage two

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 participants in the original studies. A more hierarchical structure was
introduced to coding, and similarities and differences were considered. A tree structure was

developed to organise the themes.

Stage three

This stage involved making links between the descriptive themes from stage two to develop
more analytical themes that encompassed hospice volunteers’ emotional experiences of their
role. This stage moved away from the original findings of the primary studies to develop
more understanding and answer the review question.

Results



Twenty-two papers were included in the final synthesis (Figure 1)

Included studies (see table 3 for details) were conducted across a number of countries: South
Africa (n=1), Sweden (n=1), United Kingdom (n=7), Australia (n=1), United States (n=5),
Canada (n=5), Switzerland (n=1) and Norway (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.

Derivation of themes

Four themes were developed: intrinsic challenges, extrinsic challenges, personal gain and
developing relationships. Supplementary table 3 shows the papers relevant to each theme.
Table 4 shows how each theme draws from data within included papers, but this does not

indicate the strength or importance of themes.

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 ‘good enough’ and feeling drained due to exposure to death will be discussed.

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 instincts. One participant discussed conflicting feelings in relation to dispensing
medication which is something that would usually be deemed outside of a volunteers’ role,

however they struggled with this due to seeing a patient in pain:



“I’'m not supposed to be dispensing medication....it was, for me, a very uncomfortable
and difficult situation to be in, cause on the one hand, you don’t want to watch a
human being suffer. On the other hand, it was made very clear to me that, you know,

“this is something you don’t do!”’”(20) (p.461)

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 useful to mitigate 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:

“Two participants suggested that it was not possible to be ‘prepared for’ every
eventuality — some things simply had to be experienced and confidence came with
time: From my experience I don’t think...any amount of training could ve prepared

you for what you needed to do”(21) (p.281)

Whilst a volunteer is settling into the role, they need to be able to manage some uncertainty,
nevertheless it could still be useful to provide a supportive forum once volunteers have been
exposed to the realities of the role:

““‘Well when I first started, 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.’’ Four of the participants described their first experiences as

“fearful.”’”(22) (p.190)
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Volunteers could feel uncomfortable and unsure about what to say to patients and this could

play on their minds:

“I think about knowing the right thing to say, wondering if I'm going to upset the

person I'm talking to, or is this person going to like me? ”’(23) (p.253)

Volunteers worried about the quality of support they provided to patients and whether they
were ‘good enough’ in their role despite training. This led to feelings of uncertainty and

questioning themselves:

“Issues 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 commencement of the volunteer work”.(24) ( p.291)

As part of volunteers’ roles, they have to manage seeing patients near to the end of life and/or
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 struggled with this, it would greatly affect the

emotional impact of their role:

“The grief experienced by hospice volunteers was occasionally over-whelming. One
volunteer noted. It’s a part of you gone. It hurt so bad, all you can do is cry...I felt
like if you cry too, it’s weak. You know, men don’t cry. But as I begin in this program,
it makes no difference who see me cry. I feel for that person when they leave, but...I

did everything I could for him, and he know I was right there”.(25) (p.89)
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Experiencing 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:

“One participant said she often felt physically drained following a hospice visit and

would cope by going home and taking a rest”.(26) (p.401)

“It is very draining. The downfall with one-on-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 away (Joe)”.(27) (p.347)

Coping with intrinsic challenges

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

upon how they managed these experiences.

“Taking time off from volunteering was a strategy mentioned by three volunteers

(14%) (e.g., “I stopped for a couple of months because I felt I needed time to

regroup.”)”.(28) (p.261)

Some felt that these challenges decreased over time, some would temporarily cease

volunteering and others would use different coping styles such as praying. It is important that

the palliative care setting supports the volunteer in their coping styles.

Theme two: Extrinsic challenges
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This theme represents challenges faced by volunteers related to external factors such as
resources, what the volunteers see and frustrations within palliative care settings. Many
participants described situations that had made them feel uncomfortable, for example patients

and families having differing expectations of the volunteer role:

“Other care team members struggled with discordance between their understanding
of their purpose and the care recipient or family member’s perceptions of the

volunteer’s motives”.(24) (p.289)

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

example not having enough information about patients and a delay in receiving referrals:

“We used to know more about the patients, but it was intruding on their privacy...it’s

a question of need-to-know, and we don’t always know what we need to know ”(29)

(.381)

“I got a referral recently and she died the next day’’(30) (p.527)

Some volunteers discussed feeling uncomfortable and helpless when family members had

conversations in front of patients that could be distressing for the patients:

“...they were fighting, and I could hear them fine, so I knew she (the patient) could
hear them fine and that was, that was very upsetting for me. I was sick to my stomach
because I had to do something, I mean I was just sitting there, and I was kind of

helpless™”.(22) (p.190)
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Others spoke more about feelings of frustration or disappointment at being pushed away by

patients:

“I went in there and she started to speak then she just shut her eyes and wouldn’t

communicate... ..so you walk out thinking ‘well I wish I'd known what to do’”. (21)

(.281)

Participants in the studies discussed feeling shocked when they saw some patients and how
this could negatively affect them as a volunteer. Some 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 as very important, indicating the need for more training in this area:

“When I went to visit her there, not having seen her for some time I was ever so
shocked at how she looked. She was unconscious, but her husband was there and [
had to pretend that this wasn't bothering me too much. When I came out, I was

absolutely shaking from head to foot”.(31) (p.60)

Other extrinsic challenges discussed by participants were seeing patients suffering. This

seemed to really affect some participants and strong emotive language was used to

communicate this:

“I am traumatised having seen how my patients suffer”(32) (p.6)
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“Volunteers in 2 programs said that the thing they liked least about their volunteer
work is seeing patients suffering (e.g., ‘‘The suffering .. . some of these people suffer

something terrible...you wonder where these people get the strength’’)”. (30)(p.527)

Coping with extrinsic challenges

Participants discussed how they managed 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:

’

“That is my main coping skill is to talk with out with [sic] my volunteer coordinator”.

(26) (.399)

“Two volunteers said that they prayed or studied the bible to prevent burnout.”

(28)(p.261)

Although they identified a number of 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:

“Their voluntary work could be difficult at times, as they faced several tough
situations, such as seeing a person suffer or watching a young person die. It was

painful to experience the reactions that the terminally ill persons and/or their
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relatives could exhibit at the end of life. However, none of the volunteers

characterized such experiences as negative”(33) (p.5)

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

volunteering which could have overshadowed the negative aspects of the experience.

Theme three: Personal gain

This theme focuses on the positive outcomes of volunteering and what this adds to
participants’ lives. Most participants discussed what they had gained from their role for
example feeling useful and appreciated by patients, feeling inspired and rewarded, giving
back to others, learning from patients and self-growth. These gains seemed to be motivating
factors for continuing to volunteer as well as making the challenges more manageable.
Feeling useful to and appreciated by patients and families seemed to be very important to
participants across the studies and was evidenced through receiving positive feedback, the

reactions of patients and patients sharing personal information with them:

“...they felt joy and satisfaction after performing their duties well and receiving

positive responses from patients, relatives and personnel”.(34) (p.605)

“Volunteers articulated to others the value of their physical presence with patients by
underscoring the immediate and discernible results of their service as evidenced by
“seefing] the look on their [patients’] faces or see[ing] them smile.” Thus, self-
satisfaction was indelibly linked to their ability to discern impact and appreciation in

real-time”.(35) (p.575)
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Many spoke of finding their role rewarding thus making their role a positive experience and

bringing them satisfaction:

“The biggest reward is in the heart...we get as much, or more, out of helping them as

they get fromus ..” (36) (p.1534)

“The volunteers...expressed personal satisfaction and reported that volunteering with

the service had given them a sense of purpose and had been very rewarding”.(37)

(p.1423)

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

enjoyment to their time volunteering in palliative care:

“Some participants mentioned psychological gains, such as feeling good about
helping others in need or from gaining a different perspective on their own life: ‘I

know it sounds very prudish, but I do enjoy helping people who need help’”(29)

(.379)

“They took great satisfaction from their work and described it as challenging,
rewarding, and useful. These results are consistent with the literature on volunteering

in hospice and palliative care”.(38) (p.605)

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

relationships:
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“I think she sees me as a friend, also someone to maybe pass on some of her wisdom,

because she has these little pearls she drops occasionally”.(23) (p.250)

“Five volunteers noted how much they had learned from patients’ life

experiences”’(39) (p.485)

Overall, it seemed that participants experienced self-growth and general personal

development through their role as a volunteer:

“Many of the volunteers indicated that volunteering enabled them to achieve self-

growth and personal emotional and psychological development”.(32) (p.5)

“At every encounter, I have the feeling of gaining insight into human universes,

always fascinating and never the same”.(38) (p.603)

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

what they had:

“One participant explained that she would often think about how lucky she was when

she found herselfin a stressful situation”.(26) (p.400)

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

indicating that they would get better and more comfortable with their role over time:
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“Emotional resilience was the product of direct personal experience of pain and loss,

as well as exposure to death and dying in the volunteer settings”.(40) (p.19)

Many discussed how they had been changed as a person through volunteering:

“Nearly all of the volunteers acknowledged that they were different now or had

changed in some way as a result of their volunteer experience”. (28)(p.262)

Being changed could be linked to the challenges faced by volunteers but also the personal
gains and self-development that comes with the role such as feeling useful, learning from

patients and feeling inspired.

Theme four: Developing relationships

Relationships with patients and families were important to participants across the studies and
this was discussed in relation to forming close relationships, having appropriate boundaries,
understanding the patient’s experience and having curiosity and flexibility when working
with patients. Although volunteers were not directly involved in patients’ medical care, they

offered holistic care through spending time with patients, which can support deep connection:

“Volunteers come to care deeply about patients and want what is best for them

without being able to openly make suggestions”.(20) (p.460)

This could be challenging if volunteers felt as though they had good ideas for things that
could enhance a patient’s well-being. It seemed that closer relationships would form if the

patient and volunteer were alike or held similar values:
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“We instantly connected because we left out all the bullshit and just connected on a
human level... We connect as two women...So, she, I realized, shares the dreams and

desires and aspirations that I have. We 're sisters under the skin”’(23) (p.250)

Some held clarity about their role in the volunteer-patient relationship and were aware that

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

“There was certainly an agreement that volunteers valued the closeness with dying
patients and cherished the experience. This closeness appeared less like an emotional
attachment and more like accompanying another on a journey at the end of which
parting was inevitable. Volunteers understood that they had to “let go” and that the
investment was a unique one. This delicate balance of connections and distance was
well understood...they acknowledged that the ability to maintain this balance was an

essential quality in a volunteer”(40) (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 different position and felt

the connections made would inevitably lead to grief:

“You do develop a very close deep relationship with the patient and then there is real

grief when the patient passes away”. (27)(p.347)
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Although it seems that volunteers had differing views on their role within the patient’s life
and the level to which they should become emotionally involved, another participant

described their views as somewhere in the middle:

“I'm happy and I’'m sad. Because I know that the patient, from my belief system, that
the patient is on to a better life, a better existence. And it’s sad, because the human

part of me and the connection that we ve made, to see that person go”. (25)(p.88)

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

to their patients and that others had also commented on this:

“Karen consequently questioned whether she had become too attached to the patients
and their families: “I suppose you do get attached even though you try not to. I know

my husband worries about it. He worries about me getting too involved.””(37)

(p.1422)

Sometimes this awareness could lead to the development of stronger boundaries with
patients, whether that meant being somewhat emotionally removed 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 they ‘should’ give:

“Issues might be as simple as being asked to stay for longer hours as one might ask of

a friend but not of a professional”(20) (p.461)
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Some participants deliberately put up internal barriers as a way of managing the emotional

burden of losing a patient:

“I'don’t allow her to climb completely into my heart, and I don’t climb completely
into hers. There’s a certain boundary that I reserve for my own sanity, because |

know that she will die eventually”(23). (p.254)

Close relationships that form between volunteers and patients, can spark a curiosity within
volunteers about the patients’ health conditions but they do not necessarily need this

information:

“All the time those questions are there...I wonder what is wrong with him or her. It
may be someone you see a lot, others you never see. I haven't felt OK to ask either,
since somehow we have got to know that we don’t need to know what’s up with

people’”.(34) (p.605)

A friend or professional would often know what is wrong with someone, however volunteers
appear to be in a limbo and do not receive much information which can be challenging. This
could be a barrier in developing a close relationship and also requires an understanding that

patients will share this information if they wish. Boundaries are important to consider due to

maintaining the role of ‘volunteer’ rather than ‘friend’.

Discussion
This review focused on the emotional experiences of being a palliative care volunteer. A

number of intrinsic challenges such as how the volunteer felt within their role including



22

feelings of uncertainty, not being ‘good enough’ and feeling drained were identified.
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 emotional experiences were highlighted such as the process of developing
relationships with patients and families and the personal gains of volunteering. Personal gains
include what volunteering adds to the volunteers’ lives, positive feelings 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 that of paid staff. Although challenges faced by
volunteers sometimes overlap with paid staff, they have unique traits that need to be

considered.

The intrinsic and extrinsic challenges related to volunteers’ roles impacted on their emotional
experience of the role. Other reviews have also identified challenges; stressors can include
limited emotional support (extrinsic), the need for more training (extrinsic), dealing with the
patient’s family (extrinsic), dealing with death and dying (intrinsic) and not being able to do
more for patients linking to an intrinsic challenge of not feeling ‘good enough’(7). These
challenges are not unique to palliative care, with similar emotional burdens identified with
volunteers working with those with dementia(41). This resonates with the findings of this
review with regards to the development of good relationships with the implementation of
boundaries to protect both the patient’s expectations and the volunteer. Other challenges
included not feeling ‘good enough’ or that they were not doing enough for their patient.
Similar challenges are highlighted in the befriending literature where volunteers felt a sense

of guilt or anxiety that they were not doing enough(44).
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Coping with intrinsic and extrinsic challenges within the volunteers’ role was central. Coping
is an individual’s attempt to manage or reduce external and internal demands(42). The
volunteers had a number of coping strategies to draw upon including talking with volunteer
coordinators, leaving the situation they found challenging, religion and taking time away
from volunteering. These findings are supported in other reviews which present coping
strategies as either problem-focused, emotion-focused or meaning-making through
appraisal(7). The development of coping strategies through the palliative care volunteer role
can impact the volunteer’s wider life as they have experienced personal growth through

managing their experiences.

Increased training for palliative care volunteers has been widely discussed (43)(7). This
supports the findings in the current review which indicates that more training on ethical
issues, death and preparing for patients dying and managing disfigurement could be useful.
Other reviews have indicated the importance of organisational support in helping people to
manage challenges from their workplace(44). Volunteers require a good level of self-care to
manage their role(45) therefore training could be implemented to support volunteers to
develop and maintain self-care strategies. Previous research indicates that it is rare for
palliative care volunteers to experience burnout or compassion fatigue related to their role, in
comparison to paid staff(46). However, there has been little research on compassion
satisfaction which is defined as the fulfilment individuals feel when caring for others(47) and

is a factor that could offset the risks of burnout(48).

The positive aspects of palliative care volunteers’ role can outweigh the negative: overall the
role contributes positively to emotional well-being. Resilience in palliative healthcare

professionals has been suggested to help them overcome difficulties(49) whilst others
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indicate it is more about adapting to these challenging situations(50). Volunteers, similarly to
paid staff, manage exposure to death and dying and ethical issues regularly within their role,
therefore resilience is a key factor that can help volunteers to manage their experiences(51). It
is important that volunteers are given the time and space to reflect on their experiences to
reduce the likelihood of them coping through emotional detachment and help them to foster
resilience. This less adaptive way of coping has been shown in palliative care nurses who did
not have time to reflect on their experiences(52). Other strategies that have been useful for
some informal caregivers in promoting resilience and effective coping include: developing
active coping skills, focusing on positive aspects of caring for others and encouraging the
development of personal meaning from their experiences(53). These findings could be useful

to consider when 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 giving time to patients and feel connected to those that they are supporting. A
number of different motivations have been highlighted throughout the literature and appear to
be similar across countries and settings(7). For example, research into volunteering in mental
health settings show that volunteers experience personal gain from their role (feeling useful,
learning from patients and self-growth)(54). This is also indicative of feelings of competence
within their role. Similarly, peer support volunteers for people with limb loss also
experienced positive benefits of volunteering such as feeling a sense of pride, purpose and
usefulness(55). These positive aspects of volunteering can be seen as representative of
intrinsic motivation from the self-determination theory (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
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engage in their role and have freedom over their behaviour(56). These findings also
contribute to the indication that volunteers experience compassion satisfaction(47). This level
of personal satisfaction can contribute to reduced stress in the workplace, being a protective

factor against stress and burnout(57).

A key finding from this review was the importance for volunteers of developing a good
relationship with patients. Building close relationships, 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 rather than the tasks they do and this has been found across
different palliative care settings(11). 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 relationships(58). Other research supports
the findings of strong relationships forming between the volunteer and patient, also classed as
a personal gain(54). It has been identified that volunteers struggle if a strong connection has

not been made with a patient which highlights the importance of this development(59).

The befriending literature separates types of befriending into a ‘friendship’ style befriending
and a ‘professional’ style of befriending which raises different questions regarding
boundaries(60). 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 situations where boundaries needed to be implemented. How a
volunteer implemented boundaries was personal to the volunteer but it was recognised that a

lack of boundaries could result in a bigger emotional impact when the patient died. This
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indicates that there are higher emotional risks of ‘true friendship’ in comparison to a

‘professional’ befriending relationship which supports the current findings (60).

The findings of the current review support the job-demands resources (JD-R) model(61) as
psychological processes influence the development of job strain and motivation. However,
this model does not specify how demands and resources interact. (SDT)(62) indicates that
demands 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 motivation(63).
Autonomous motivation describes feelings of choice, interest and value, either doing
something because it is interesting (intrinsic motivation) or because it leads to a consequence
(extrinsic motivation)(64). The current review highlights personal gain in the selected papers
which encompasses both intrinsic and extrinsic motivation as the papers described volunteers
feeling useful, appreciated, inspired and rewarded (intrinsic) but also provided them with
learning from patients and self-growth (extrinsic). Controlled motivation, where an individual
does something in order to get a reward or avoid punishment(65), was not highlighted in the
current review. This is positive as individuals are usually more engaged and have greater

levels of emotional well-being when they are autonomously motivated(66).

The SDT also encompasses the three basic human psychological needs from the cognitive
evaluation theory: competence, relatedness and autonomy(67). The current review highlights
these basic needs. For example, some of the intrinsic challenges highlighted were not always
feeling ‘good enough’. This is linked to the basic need of competence hence why volunteers
may find it challenging to feel this way. Relatedness is also present through the development

of relationships between volunteers, patients and families. This gives them the chance to both
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care for others and have others care about and value them. 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 be because it contradicts the volunteers’ need for relatedness.
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
within palliative care. They also had autonomy over whether or not they continued to

volunteer as they were not financially tied to their role.

Overall, the evidence highlights the benefit of focusing on support, coping and training for
volunteers but does not suggest a particular focus on characteristics or traits in volunteers that

should be used in the recruitment and selection processes.

Strengths and limitations

This systematic review and thematic synthesis is the first to directly examine the emotional
experiences of being a palliative care volunteer and provides evidence that volunteers face
specific challenges within their role and could benefit from more structured support. The
search was comprehensive and used a range of databases to obtain papers. No date or study
design restrictions were implemented 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 have been missed. 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 synthesis(68).

Recommendations for future research, practice and policy
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The impact of volunteers’ roles on their emotional well-being, was not a focus of most
included papers. It would be useful for research to consider the specific impacts of the role on
volunteers’ emotional well-being and explore what volunteers would find useful to support
them. Initially, it would be helpful to gather qualitative data to explore volunteers’
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 some papers included in the review thus

impacting on their quality.

It is understood that volunteering in palliative care can present a number of challenges and
that prolonged stress can negatively impact an individual both physically and
psychologically(69). Therefore, it would be useful for palliative care services to consider the
importance of stress-reducing techniques training for volunteers, such as imagery,
mindfulness and breathing techniques(48). A focus on stress reduction, particularly through
practicing mindfulness, has been shown to increase health outcomes for both clinical and
nonclinical populations(70). The importance of enhancing psychological well-being for
healthcare professionals working in palliative care has previously been indicated(71),

therefore it would be useful for this to translate to the volunteers.

Volunteers may also benefit from a space to reflect on their sense of self and general
emotional well-being in relation to their role. Extrinsic challenges may also be addressed in a
reflective space and it could be useful to focus these discussions on how volunteers make
sense of extrinsic challenges. Clinical supervision groups can reduce the risk of burnout in
palliative care professionals(72), reduce anxiety, increase confidence and commitment to the

role(73). Some extrinsic challenges could be considered on a more organisational level, some
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of which could be addressed through additional training. This may include knowing what to
say to patients and preparation for seeing suffering and physical disfigurements. Both formal
and informal support can promote coping and resilience in palliative care nurses(44), 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 into 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 not mean that the emotional impact of their role should not be considered.
Understanding volunteers’ experiences has previously been emphasised as important as this
can assist settings in recognising suitable support which can influence overall well-being(41)
(74). Volunteers face unique challenges which can impact on their emotional well-being but
also experience a number of positive impacts on their emotional well-being. It is important to

monitor how volunteers are coping with their role and provide support where appropriate.
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