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Abstract
Background: Volunteers make a huge contribution to the health and wellbeing of the population and can improve satisfaction with 
care especially in the hospice setting. However, palliative and end-of-life-care volunteer services in the hospital setting are relatively 
uncommon. The iLIVE Volunteer Study, one of eight work-packages within the iLIVE Project, was tasked with developing a European 
Core Curriculum for End-of-Life-Care Volunteers in hospital.
Aim: Establish an international consensus on the content of a European Core Curriculum for hospital end-of-life-care volunteer 
services which support patients in the last weeks of life.
Design: Delphi Process comprising the following three stages:

1. Scoping review of literature into palliative care volunteers.
2. Two rounds of Delphi Questionnaire.
3. Nominal Group Meeting.

Setting/participants: Sixty-six participants completed the Round 1 Delphi questionnaire; 75% (50/66) took part in Round 2. Seventeen 
participants attended the Nominal Group Meeting representing an international and multi-professional group including, clinicians, 
researchers and volunteer coordinators from the participating countries.
Results: The scoping review identified 88 items for the Delphi questionnaire. Items encompassed organisational issues for 
implementation and topics for volunteer training. Three items were combined and one item added in Round 2. Following the Nominal 
Group Meeting 53/87 items reached consensus.
Conclusion: Key items for volunteer training were agreed alongside items for implementation to embed the end-of-life-care 
volunteer service within the hospital. Recommendations for further research included in-depth assessment of the implementation 
and experiences of end-of-life-care volunteer services. The developed European Core Curriculum can be adapted to fit local cultural 
and organisational contexts.
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What is already known about the topic?

•	 Despite a majority of people expressing a wish to die at home, many people will still die in hospital and have limited 
access to support of volunteers.

•	 Palliative Care Volunteers have been shown to improve care and provide valuable support to patients and families
•	 There is no standardised training programme for hospital-based volunteers who support dying patients, and equally no 

empirical data of their effect in this clinical setting

What this paper adds?

•	 A total of 53 items deemed to be essential for the development, training and implementation of hospital end-of-life-care 
volunteer services which support patients in the last weeks of life were identified from the Delphi study.

•	 Results from the Delphi informed the development of a European Core Curriculum addressing service implementation 
and specific training for development of hospital end-of-life-care volunteer services to support patients in the last week 
of life.

Implications for practice, theory or policy?

•	 The European Core Curriculum provides a framework to design, develop and implement hospital end-of-life-care ser-
vices, to support patients in the last weeks of life.

•	 Establishing a European Core Curriculum will enable policy makers to consider stratified approaches to service delivery, 
and provide a potential framework for benchmarking for hospital end-of-life-care volunteer services.

•	 Research as part of iLIVE Volunteer Study will provide important information on end-of-life-care volunteers within the 
hospital setting, across five countries in Europe.

Background
The need for palliative care is increasing globally due to a 
rise in population and overall life expectancy, bringing 
with it a higher prevalence of chronic illness.1 This rise in 
demand will challenge the capacity of healthcare systems 
to provide access to palliative care and psychosocial sup-
port, requiring innovations to meet population needs.2 
This will be particularly important for hospitals as, despite 
an increasing number of people expressing a wish to die 
at home, the number of patients dying in hospital will 
remain significant.3 Volunteers have traditionally played a 
positive and significant role in the delivery of palliative 
care services, especially in hospice care,4 therefore, fur-
ther development of volunteer services may be one such 
innovation to optimise the delivery of palliative care in the 
hospital setting. Volunteers give time, skills and expertise 
freely and contribute millions of hours of work making a 
huge contribution to the health and wellbeing of the pop-
ulation.5 The involvement of volunteers in the hospice set-
ting has been shown to have an impact on a number of 
areas including improving levels of satisfaction with care6,7 
and even increase survival time.7,8 Volunteers also provide 
a much-needed community resource through offering 
social support, fulfilling surrogate family roles and even 
‘mediation’ between patients and staff.9,10

It has been suggested that hospital is a less than optimal 
setting for the delivery of palliative care, or for dying 
patients,11 and media reports have attributed dying away 
from home, in hospital, as an indicator of neglect or a lack of 
care.12,13 These perceptions have shaped national policies 

for palliative care, helping to ‘problematise’ hospital as a 
place of care for dying patients.14 More recent evidence 
challenges this perspective, highlighting that hospitals can 
confer benefit for many palliative care patients, offering a 
place of ‘safety’, particularly for patients with cancer and 
patients from deprived backgrounds.15 It may be that the 
development of hospital based volunteer services has the 
potential to enhance the experience of dying patients in 
hospital, particularly for those concerned with being alone, 
through the practice of ‘being there’16–18 or by providing 
additional emotional or psychosocial support as an inde-
pendent person.7,18 Volunteer services may introduce a val-
uable sense of ‘community’ back into the hospital 
environment, which could lead to important improvements 
in care of the dying.

There remains a lack of robust evidence regarding how 
best to train and support palliative care volunteers,19 
especially in the care of dying patients. More specifically, 
a recent systematic review and narrative synthesis 
revealed the unique training and support needs of hospi-
tal based palliative care volunteers due to the complex, 
ever changing and highly structured environment within 
which they are supporting patients.18 Ensuring that hospi-
tal palliative and end of life care volunteers are appropri-
ately prepared through training has the potential to 
increase satisfaction with their role as well as aid in reten-
tion of volunteers within the service.20,21 Evidence also 
suggests there is an appetite for wider sharing of training 
objectives, materials and procedures to ensure greater 
transparency of the development of volunteer services 
across international boundaries.22
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The iLIVE Project, an European Union Horizon 2020 
funded study, aims to address these concerns.11 The iLIVE 
Volunteer Study, one of eight work-packages within the 
iLIVE Project, was tasked with developing a European 
Core Curriculum for end-of-life-care Volunteers in the 
hospital setting who support patients in the last weeks of 
life. Due to a lack of existing evidence, and heterogeneity 
of existing volunteer services, especially in the hospital 
setting, a Delphi study was undertaken to gain interna-
tional consensus on what should be included within the 
European Core Curriculum for end-of-life-care volunteer 
services.

Aim
Establish an international consensus on the content of a 
European Core Curriculum for hospital end-of-life-care 
volunteer services for patients in the last weeks of life.

Methodology
Delphi studies have been used widely to drive the devel-
opment of best practice guidelines in palliative care, pro-
viding a consensus building approach to the collection 
and synthesis of data. Delphi gathers informed opinions 
from a group of experts who are knowledgeable in a spe-
cialised area23 to formulate a consensus when there is a 
paucity of evidence, or the field of exploration is new and 
uncharted.24,25 The guidance for conducting and reporting 
Delphi studies26 was used to ensure robust method and 
reporting.

The Delphi process comprised three stages:

1. Undertake a scoping review of available literature 
on palliative and end-of-life-care volunteering to 
identify key concepts/themes for service imple-
mentation and volunteer training with which to 
develop items for the Delphi questionnaire;

2. Conduct two rounds of the Delphi Questionnaire 
to assess levels of agreement for each item;

3. Using Nominal Group Technique, gain ‘Consensus 
Agreement’ on included items.

Each stage had a specific method and approach, and was 
undertaken consecutively to inform the process for the 
next stage. The following sections describe the process 
undertaken for each stage.

Stage 1: Scoping review: Key concepts/
themes for the development of the Delphi 
questionnaire
Following the five-stage framework approach by Arskey 
and O’Malley,27 a scoping review was undertaken to iden-
tify items for inclusion in the Delphi questionnaire. Using 

definitions by Munn et al.,28 a scoping review was appro-
priate as the purpose was to ‘identify key characteristics 
or factors’28 related to service implementation, education 
and training of volunteers, to support patients in hospital 
at the end of life. Specifically, the output of this review is 
a list of items that will be included in the first round of the 
Delphi questionnaire..

Database Search: The scoping review was conducted 
using a structured search using the Scopus tool which 
searches over 14,000 Scientific, Technical and Medical 
and Social Science publications including Embase and 
Medline.

Search Criteria: We used a ‘search string’ first devel-
oped in the EU funded study, OPCARE9, as part of a spe-
cific work-package to scope the types and breadth of 
palliative care volunteer services for cancer patients at 
the end of life, across Europe.29 Key terms included ‘pallia-
tive care’, ‘dying’, ‘end of life care’, ‘volunteers’ and ‘infor-
mal carers’. The inclusion criteria was intentionally broad, 
engaging all study types. The OPCARE9 review concluded 
in 2009, therefore, this study looked to capture articles 
that had been published since the end of this study. We 
focussed on articles published in English, between January 
2009 and February 2019. Due to the large number of arti-
cles retrieved, as well as the time constraints of the pro-
ject, the search was not expanded to other databases, 
grey literature or hand searching.

The protocol for the scoping review has been included 
in the Supplemental Material alongside this article.

Creation of ‘themes’: Articles were deemed relevant 
for inclusion if they contained a critical examination or 
exploration of issues specific to volunteering in palliative 
and end of life care. Articles were reviewed and contents 
were coded to develop a thematic framework30 based on 
the main outcomes/discussion reported. Articles were 
examined for information on:

•	 Volunteer roles in caring for patients and their 
families;

•	 Volunteer roles in the wider care providing 
organisation;

•	 Education and training, including organisational 
regulations and supervision;

•	 Support for volunteers working in palliative and 
end of life care.

Sections of article text that were related to the review 
question were coded by one of the study researchers 
(TM). The purpose of the codes were to label the text so 
that salient information related to the review question 
could be identified. Codes aimed to identify key charac-
teristics or factors related to service implementation, edu-
cation and training of volunteers. Codes from across all 
included articles were then reviewed, and the codes were 
categorised to create themes. Themes from the review 
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were used to structure the creation of items for the Delphi 
questionnaire, to represent the key characteristics or fac-
tors related to the individual theme. The development of 
individual items for the Delphi questionnaire was under-
taken by three members of the research team (AG, SM 
and TM) to allow further discussion and refinement, and 
to develop a comprehensive list for inclusion in the Delphi 
questionnaire. The final list of items included in the Delphi 
questionnaire can be found in the Supplemental Materials 
provided with this article.

Results are reported using the Preferred Reporting Items 
for Systematic reviews and Meta-Analyses extension for 
Scoping Reviews checklist extension for scoping studies.31

Stage 2: Delphi questionnaire
The Round 1 Delphi questionnaire was developed from 
the findings of the Scoping Review, and constructed using 
Google Forms; an easily accessible online format to pro-
mote greater participation. Data were collected between 
March and May 2019.

Ethical review. Approval for the Delphi Questionnaire 
was given by the University of Liverpool Ethics Committee 
(reference number: 4959, 17th March 2019).

Sampling. Convenience and Snowball sampling was used 
to recruit participants.32 The questionnaire was sent to 
members of the iLIVE Consortium with expertise in volun-
teering, palliative and end-of-life care, including multi-
disciplinary healthcare professionals and educators 
(convenience sampling). The iLIVE Consortium also 
included volunteer management/coordinators linked to 
the project. Initial recipients of the questionnaire were 
encouraged to forward the questionnaire to appropriate 
contacts whom they felt may have an interest in the pro-
ject (snowball sampling), including the EAPC Task Force 
for Hospice and Palliative Care Volunteering.

Consent to participate. All potential participants were 
provided with an information sheet and were asked to 
complete an electronic consent form. Distribution and 
return of questionnaires was anonymous from other par-
ticipants, promoting ‘independent objectivity’.33 To ensure 
confidentiality, questionnaires were given a unique identi-
fier, with the link between the identifier and participant 
destroyed on completion of round two.

Delphi rounds. The Round 1 Delphi Questionnaire con-
tained 88 items. Participants were asked to rate their level 
of agreement that the item should be included in the Euro-
pean Core Curriculum (5-point Likert scale: 1 = strongly 
disagree; 5 = strongly agree). The questionnaire also col-
lected ‘free text’ comments against all items (in both Round 
1 and Round 2). Results from Round 1 were used to inform 

the questionnaire for Round 2, which repeated the 
process.

For Round 2 participants were provided with a break-
down of their individual responses from Round 1, along-
side the aggregated group response.

Data analysis. Percentages, median values and inter 
quartile ranges (IQRs) were calculated for each item from 
Rounds 1 and 2 to describe the spread of answers and 
compare results between rounds. These values (percent-
age, median and IQR) were used to determine the ‘level of 
agreement’ across participants, for each ‘item’34:

•	 ‘Very high agreement’ – median 5; percentage 
agreement ⩾80%; IQR 0.

•	 ‘High agreement’ – median 4/5; percentage agree-
ment ⩾80%; IQR 1.

•	 ‘Moderate agreement’ – median ⩽4; percentage 
agreement 60%–79%; IQR 1.

•	 ‘Low agreement’ – median <4; percentage agree-
ment <60%; IQR >1.

Stage 3: International consensus 
agreement: Nominal group technique
Guzys et al.35 proposes that the Delphi process is inher-
ently interpretivist in nature, promoting reflection through 
an iterative and cyclical process. Considering the con-
structivist nature of the Delphi process this study does not 
assume that ‘agreement’ (as defined by the quantitative 
analysis) implies a ‘correct’ answer or judgement.26 
Building on the iterative process, and being sensitive to 
the position that Delphi should not transform subjective 
opinion into objective data,35 this aspect of the study 
brought together participants who completed the Delphi 
questionnaire, along with members of the iLIVE 
Consortium who have a specific focus on end-of-life-care, 
in a final face-to-face meeting using Nominal Group 
Technique.36,37 The purpose was to enable individual 
reflection on the results from the two Delphi rounds, as 
well as provide an opportunity for group discussion. The 
implicit or ‘tacit’ knowledge from the expert panel was 
integral to generating the final list of items. Participants 
were able to question, reflect and discuss individual items 
and ratings from the Delphi questionnaire to facilitate 
‘sharing of perspectives to create new knowledge’,35 with 
the specific aim of generating a list of essential items for 
inclusion in a core curriculum, to train end-of-life-care vol-
unteers in the hospital setting.

The Nominal Group Technique included three separate 
discussion topics, based on the levels of agreement from 
the Delphi questionnaire; low agreement items, very high 
agreement items and moderate/high agreement items. 
Participants were split into two smaller groups to promote 
easier discussion, and a facilitator guided each group 
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through the three discussion topics. Each discussion topic 
had the following structure:

1. Silent generation of ideas: individual reflection on 
items and ratings;

2. Round Robin gathering of questions/thoughts/
ideas: each group member was given the opportu-
nity to feedback their thoughts on the items being 
discussed;

3. Open group discussion: group discussion based on 
round robin;

4. Generation of statements from group discussion: 
to reflect the discussions/decisions, for feedback 
to the wider group.

Following all three discussion topics, participants were 
brought together for consolidation and final consensus. 

Discussion of all items took place and all members agreed 
whether an item should be included or not. In the event 
of any disagreement, a vote was taken to establish con-
sensus for that item.

Results
The main findings from all three stages are presented in 
this section.

Stage 1: Scoping review
Included articles. A total of 1194 articles met the initial 
search criteria following application of the search string 
(Figure 1). The content of the 54 articles identified as rel-
evant for the study was analysed to identify ‘items’ for 
the Delphi questionnaire (Table 1).

Figure 1. Scoping review flow diagram.
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Stage 2: Delphi rounds
Participation. Table 2 shows participation in the two 
rounds of the Delphi questionnaire by country, age and 
gender. Participants held the following areas of expertise: 
Current Volunteers – palliative care and general; Volun-
teer Service Management/Volunteer Coordinators; Medi-
cal experts in Palliative Medicine; Nurse experts in 
Palliative Care; Social Research (Psychologists, Sociolo-
gists, Humanistic Studies); Educationalists; Law – includ-
ing ethics and palliative care; Social Workers, including 
Social Workers in Palliative Care.

Round 1 Delphi questionnaire results. Table 1 illustrates 
the level of agreement received for each item in Round 1 
and Round 2. Overall 97% (85/88) of items had a median 
priority rating of 4 or 5, indicating that most participants 
thought the items listed for inclusion were important. 
Around two thirds of the individual items (64%, 56/88) 

achieved a ‘Very High’ or ‘High’ level of agreement for 
inclusion. Table 3 shows amendments following free text 
comments received following completion of the Round 1 
questionnaire. Due to variations in the level of ‘agree-
ment’ across many of the items, it was important that par-
ticipants were able to review their responses in the 
second round of the Delphi.

Round 2 Delphi questionnaire results. Following analysis 
of Round 1, 87 individual items were included in the ques-
tionnaire (see Table 3 for Delphi questionnaire amend-
ments). As in Round 1 just under two thirds of items 
(54/87) achieved ‘Very High’ or ‘High’ level of agreement. 
The additional item included in Round 2 achieved a ‘Very 
High’ level of agreement. Of the seven items which were 
re-worded following Round 1, three items increased in 
level of agreement. Nine items in Round 1 achieved ‘Very 
High’ agreement; this increased to 12 in Round 2. In terms 

Table 2. Participation in the two rounds of Delphi questionnaire by country, age and gender.

Participation per continent Number of participants

Round 1 Round 2

Europe (Austria, Belgium, Spain, France, Germany, Iceland, The Netherlands, 
Norway, Poland, Serbia, Slovenia, Sweden and Switzerland)

38 32

United Kingdom* 14 9
South America (Argentina and Brazil) 10 7
Asia (India and Pakistan) 2 1
Oceania (New Zealand) 1 1
Africa (Uganda) 1 0
Total 66 50
Age and gender Round 1 Round 2
Age
 Median 55 57
 Range (Min–Max) 28–72 28–72
  n = 65** n = 49**
Gender
 Female 74% (n = 48/66) 74% (n = 37/50)
Profession Round 1 Round 2
 Palliative care physician 16 14
 Palliative care nurse 8 5
 Volunteer service management/co-ordinator 6 6
 Social research (psychologists, sociologists and humanistic studies) 6 4
 Educationalist 6 3
 Physician (other speciality) 5 3
 Hospice director/CEO 4 3
 Volunteer (palliative care) 4 3
 Social worker 4 5
 Nurse (other speciality) 3 2
 Other*** 3 2

*Due to a high number of participants, the United Kingdom is listed separately.
**1 participant entered ‘>18’ instead of numerical figures into the age field on both Round 1 and 2 questionnaires precluding their response from 
being included in the median age calculation.
***Other includes: social worker (palliative care); spiritual leader; palliative care charity director.
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of response shift, the level of agreement remained stable 
for the majority of items on the questionnaire, however:

•	 18 items increased level of agreement.
•	 6 items decreased level of agreement.

Stage 3: International consensus agreement
Participation. Seventeen participants took part in the 
Nominal Group discussions, with 15 taking part in the 
vote. The expert panel included Delphi participants and 
volunteer coordinators from the iLIVE Project Volun-
teers work package. The panel also included three mem-
bers of the project research team (JE/SM/TM) who 
facilitated the discussion and voting. The panel consti-
tuted a multi-professional group, and included the fol-
lowing areas of expertise: Medicine; Nursing; Social 
Research (Psychologists, Sociologists and Humanistic 
Studies); Educational Psychology; Health Economics; 
Volunteer Service Management.

Nominal group technique discussion and consen-
sus. Figure 2 below provides a summary of the discus-
sion and comments from the Nominal Group and 
outcome of the voting. Table 4 displays the final list of 
53 included items. Nine items were included following 
a majority vote, with each item receiving between 10 
and 14 votes out of a total of 15 participants. Items 
included following a majority vote are highlighted in 
Table 4 with an asterisk (*).

Discussion

Main findings from the study
This Delphi process gained consensus on 53/87 items 
(61%) to be incorporated into the European Core Curri-
culum for hospital palliative care volunteers, for services 
that support patients in the last weeks of life (Table 4). 
The constructivist nature of the Delphi process was a key 
benefit for this study. The Nominal Group facilitated 
reflection and in-depth discussions on individual items, 
resulting in a more nuanced process than relying on quan-
titative analysis alone. Discussions also highlighted impor-
tant issues to consider when thinking about how these 
items should be incorporated into a subsequent European 
Core Curriculum for end-of-life-care volunteer services.

Strengths and limitations
The Delphi process was a useful method to enable con-
sensus to be established. A key strength in the methodol-
ogy for this study was in the use of Nominal Group 
Technique to confirm final consensus. The Nominal Group 
provided an opportunity for more nuanced discussion 
regarding individual items, gave participants time to dis-
cuss items in greater depth, which resulted in items being 
included that would have otherwise been excluded based 
on the quantitative results alone.

The scoping review within this study was conducted 
with the specific aim to generate items for inclusion on 
the Delphi questionnaire, rather than provide a narrative 

Table 3. Amendments to Round 2 Delphi questionnaire, following free text comments from Round 1.

Original Amended wording for Round 2

2 (f) Dealing with issues of denial 2 (f) Understanding issues of denial, including when and how to 
address this with the patients care team

2 (g) Dealing with issues of collusion 2 (g) Understanding issues of collusion, including when and how to 
address this with the patient’s care team

3 (e) Exploration of fear of death and death anxiety 3 (e) Understanding behaviours related to fears around death and 
dying, including ‘fear of death’ and ‘death anxiety’

7 (a) Understanding loss Comments indicated that these three concepts were not separate in 
many languages, so they were combined for round two:
7 (a) Understanding processes of loss, grief and bereavement

7 (b) Understanding grief
7 (c) Understanding bereavement
7 (f) Exploring the personal impact of grief and impact 
on the volunteer role

7 (f) Exploring personal experiences of grief and how this may impact 
the volunteer in their role

8 (a) Recognising changes in a patient’s clinical condition 8 (a) Prepare the volunteer for naturally occurring changes in the 
patient towards the end of life, including how to communicate this to 
family members

10 (c) Understanding techniques and strategies for 
dealing with suicidal patients

10 (c) Being able to recognise when patients might be suicidal and 
how to address this with the patients’ care team

11 (d) Providing religious/spiritual support to patients 
and their families

11 (d) Being aware of religious/spiritual needs of patients and their 
families, and being able to ‘signpost’ for further support if required

Additional item included in Round 2 following comments from Round 1
6 (f) Dealing with experiences of ‘powerlessness’ within the volunteer role, avoiding burnout and promoting resilience (e.g. often 
the volunteer role is to ‘be there’ with patients and families rather than actively ‘doing’ for them, leaving the potential to feel 
‘powerless’ and frustrated with help they can offer)
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Discussion Topics No. of included items
(items included/items in 
category)

Comments and Discussion

Discussion Topic 1: 
Items with ‘Very High’ level 
of agreement

12/12 items •	 Use of the word ‘advanced’: Although training should culti-
vate comprehensive rather than ‘basic’ or ‘general’ commu-
nication skills, ‘advanced’ should not be used in a volunteer 
curriculum to avoid a professional focus. 

Discussion Topic 2: Items 
with a ‘High’ level of agree-
ment

32/42 items All items that were rejected due to avoidance of ‘professionalising’ 
the role, including:
•	 Items related to communication skills: ‘talking with children’ 

(2b); ‘advanced communication to recognise barriers to effec-
tive communication’ (2e) and ‘communication to support ad-
vance care planning conversations’ (2j). These should be the 
domain of health care staff caring for the patients and their 
families.

•	 Items rejected due to the word “support”: Volunteers would 
not be there to “support” patients and families through an ac-
tive role in care delivery, but rather to ‘be there’ for them in 
their own unique way, bringing their attitudes and skills as a 
lay person. 

Discussion Topic 3: ‘Mod-
erate’ level of agreement 
items

6/10 items •	 Despite ‘moderate’ agreement, the median rating for this 
group was relatively high (4), with all items achieving at least 
61% agreement (4/5 on scale) that these items were impor-
tant.

•	 Due to cultural sensitivities, the group agreed to exclude all 
practical aspects of care that involved ‘hands on’ interventions 
in favour of practical ‘no-hands on’ support, to include ‘run-
ning errands and responding to needs’ and informal psychoso-
cial support.

Discussion Topic 4: ‘Low’ 
level of agreement items

3/23 items Discussion led to three items being included, which would other-
wise have been excluded based on questionnaire results alone:
•	 Knowledge and understanding of ‘End of Life Care Phenom-

ena’ (4a): a majority of participants (12/15) voted to include 
this item despite the lack of evidence base due to personal 
experiences of observing this in clinical practice. 

•	 Issues relating to ‘hydration’ (8e): Due to the emotive nature 
of hydration and societal debates around ‘dehydration’ and 
‘poor care’, it is important to engage volunteers with this topic.

•	 Inventory of Motivations of Hospice Palliative Care Volunteers 
(IMHPCV) (13a) (38): The only validated motivation assess-
ment tool available. The opportunity to be able to add to the 
evidence base and growing understanding of the motivations 
of volunteers on an international level was agreed to be im-
portant for this project.

Figure 2. Nominal Group discussion and consensus.

summary or meta-analysis of the papers identified. 
Therefore, the results of this element of the study must be 
interpreted alongside the Delphi process as a whole. 
Another limitation concerns the lack of volunteer per-
spectives represented in the Delphi process. The sampling 
process was designed to maximise participation using 
snowball sampling, however, there remains a predomi-
nance of healthcare professional perspectives. The Delphi 
questionnaire included six volunteer managers/coordina-
tors in Round 1 and Round 2, with four palliative care 

volunteers in Round 1 and three in Round 2, however they 
were not asked the setting in which they volunteer.

What this study adds?
This Delphi process underlined the perspective that vol-
unteers occupy a unique space, bridging the gap between 
the clinical environment and patients and relatives.40,41 
Items that focussed on the ‘relational’ aspects of the end-
of-life-care volunteer role were given priority within the 
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Table 4. Final list of 53 included items, following the outcome of the Nominal Group meeting.

Included items

Section 1: ‘being there’ and ‘being present’ with the patient/family
This category relates to the concept of ‘active relational skills’, that is, what characterises a ‘good relationship’ between patients 
and volunteers. For example to ‘be there’ for someone takes unconditional acceptance, empathy, authenticity, warmth, 
understanding, sensitivity, honesty, involvement, respect, attention and enthusiasm. Training should enhance and hone these skills 
and qualities.
1a Establishing an environment of ‘mutuality’ to promote empathy and a ‘non-judgemental’ relationship
1b Being attentive to the emotional needs of persons at the end of life (e.g. listening to the patient’s/

family’s fears, worries, hopes, dreams, other feelings, etc.)
1c Being responsive to the ‘uniqueness of the other’
1d How to be ‘present’ with patients and families
1e Relational attunement; establishing a connection, building rapport and relationship building with 

patients and families
1f Journeying with patients, sitting with patients in the last hours of life
1g Providing social support to patients and their families (e.g. talking with patients/families, sharing 

hobbies and interests, reading to the patient, etc.)
1h Understanding the social nature of the volunteer role
1i Use of humour in patient/volunteer interactions
Section 2: communication skills
This category relates to the ‘Instrumental’ elements which can underpin good communication skills, for example ‘learned’ 
communication skills that adhere to a ‘formal’ learning and teaching agenda. These are ‘taught skills’ which provide volunteer with 
a ‘framework’ to guide their communication and engagement with patients and families.
2a Communication skills training: listening skills and responding to patient and family emotions
2d* Communication with patients with dementia and cognitive decline
2g* Understanding issues of collusion, including when and how to address this with the patient’s care team
2h General Introduction to Communication Skills: the need for good communication skills
Section 3: cultural competency
Cultural competence can be defined as the ability to understand, communicate with and effectively interact with people with 
diverse cultures, values, beliefs and feelings. Cultural competence encompasses being aware of one’s own world view, developing 
positive attitudes towards cultural differences, gaining knowledge of different cultural practices and world views.
3a Understanding diversity and seeing patients and their families as individuals
3b Understanding personal values, belief systems, attitudes, judgements and worldviews and how these 

may impact on the care and support provided to patients and their families
3d Peer Support: Activities/resources to build and facilitate strong relationships with other volunteer 

colleagues, to discuss difficult situations or patients, to ask questions and give or receive advice in a 
friendly non-judgemental environment

3e Understanding behaviours related to fears around death and dying, including ‘fear of death’ and ‘death 
anxiety’

Section 4: end of life phenomena
End-of-life phenomena has been defined by Claxton-Oldfield39 as ‘unusual happenings that occur shortly before, at the time of or 
shortly after a person dies’
4a* Knowledge and understanding of different End-of-life phenomena
Section 5: defining and promoting understanding of the volunteer role
This category relates to defining the role of the volunteer, in the care of patients in the last hours of life and their families. This 
refers to establishing definitions of role, practice and the volunteer ‘place’ within the organisation.
5a Understanding the ‘definition’ of the volunteer role within the service
5b Understanding the volunteer role as part of the care team
5c Understanding of the complexities of the care environment and the role of the volunteer within it; 

exploring power relationships between volunteer/staff and volunteer/patient and family
Section 6: ethical issues relating to end of life care and the volunteer role
This category has been included to highlight the complexity of the volunteer role and the relationships that are built with patients, 
families and explore the potential ethical conflicts this could generate.
6a Issues of confidentiality and how to navigate this within the volunteer role
6b How to ensure confidentiality is upheld whilst undertaking the volunteer role
6c Negotiating ‘boundary spaces’ within the role of a volunteer (e.g. not ‘friend’ or ‘professional’ and not 

‘paid’ member of the organisation)

 (Continued)



666 Palliative Medicine 36(4)

Included items

6d Understanding of ethical Issues that could be encountered as part of the volunteer role (e.g. ethical 
dilemmas, competing interests, receiving gifts, clinical concerns, etc.)

6e Understanding ethical issues in palliative and end of life care (e.g. assisted suicide, hastening death, 
etc.)

6f Dealing with experiences of ‘powerlessness’ within the volunteer role, avoiding burnout and promoting 
resilience (e.g. often the volunteer role is to ‘be there’ with patients and families rather than actively 
‘doing’ for them, leaving the potential to feel ‘powerless’ and frustrated with help they can offer)

Section 7: loss, grief and bereavement
This category reflects the emotional impact of life-threatening illness and end of life on patients and families. Understanding 
loss and the diverse ways that people respond to loss may be pertinent for volunteers caring for patients at the end of life in the 
hospital setting.
7a–c Understanding processes of loss, grief and bereavement
7f Exploring personal experiences of grief and how this may impact the volunteer in their role
Section 8: physical signs and symptoms in palliative and end of life care
This category reflects findings in the literature that suggest a basic knowledge of the common symptoms associated with life-
limiting conditions, and signs and symptoms of approaching death, as potentially useful in reducing anxiety, whether their own or 
that of patients or families.
8a Prepare the volunteer for naturally occurring changes in the patient towards the end of life, including 

how to communicate this to family members
8c Understanding common symptoms at the end of life
8e* Understanding of issues of hydration at the end of life
8j Caring for ‘actively dying’ patients (e.g. days/hours leading up to death)
Section 9: practical aspects of the volunteer role (delivering care and support)
Literature from this review highlighted a range of different ‘practical’ aspects of the volunteer role. While some volunteer services 
advocated for ‘hands on’ and ‘direct’ care from volunteers such as massage/touch, other services preferred volunteers to be 
involved in less direct care such as ‘running errands’.
9c Establishing a process of ‘handover’ between volunteers to support continuity of care
9d Providing practical support to patients and their families (e.g. running errands and responding to 

needs)
Section 10: psychological/psychosocial aspects of care at the end of life
This category reflects that for some volunteer services, psychosocial and existential elements of care have been highlighted as 
a core part of ‘tasks’ undertaken by volunteers. Ensuring volunteers are equipped to engage in this aspect of care necessitates 
increased volunteer training provision.
  No items were included from this section
Section 11: religion and spirituality
11a Understanding the difference between religious and spiritual needs
11b Understanding and acceptance of, and respect for, the spiritual needs of persons at the end of life
11c Understanding spiritual diversity
11d Being aware of religious/spiritual needs of patients and their families, and being able to ‘signpost’ for 

further support if required
Section 12: volunteer as patient/family advocate
In some instances, volunteers can occupy a ‘middle ground’ between paid health-care professionals (eg, doctors and nurses) and 
the patient’s family and friends. As such, volunteers occupy a space outside both professional and family roles. Volunteers may 
become aware of patient/family needs that are not being met, providing opportunity to advocate for those patients, or support 
families to advocate for themselves.
12b Understanding patient rights
Training programme infrastructure: issues of responsibility to the volunteer and the care providing organisation
The following categories highlight organisational issues related to setting up a volunteer service and embedding it into the 
organisational structure.
Section 13: volunteer recruitment/retention
13a* Use of ‘motivation’ (to be a volunteer) assessment tool as part of the volunteer selection process
Section 14: volunteer support
14a Self-care information and strategies and personal resilience
14b Regular ongoing mentoring
14d* Rituals in dying: practicing ‘rituals’ and other ways to honour the lives of patients

 (Continued)

Table 4. (Continued)
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Included items

14e Establish an environment for informal supervision/formal structured supervision with feedback
14f Coping Strategies for dealing with suffering and death
14g* Access to wider support services and Psychological support
14h Training updates and other ongoing educational opportunities
Section 15: community engagement and advocacy for the volunteer programme
15b* Engaging with staff and management within the care providing organisation, to promote the work of 

the volunteer service
Section 16: volunteer competency and volunteer assessment
16a* Development of ‘Core Competencies’ for volunteers providing support to patients in the last days of 

life, and their families
16b Development/agreement of ‘standard’ outcome measures to evaluate benefit of the programme
Section 17: issues of organisational infrastructure and implementation
17a Embed the volunteer service within the organisation, with attention to organisational/regional/

national/international legislation affecting volunteers
17b Establish organisational policy and procedures for role of the volunteer service and volunteer 

coordinator

*Items included following a majority vote during the Nominal Group Meeting.

Table 4. (Continued)

Nominal Group discussions, specifically to distinguish 
them from clinical (and wider health care professional) 
roles. Literature from the scoping review revealed that 
establishing boundaries was important to promote good 
working relationships between volunteers and staff, espe-
cially in more ‘structured’ settings9 such as a hospital. 
Findings from this study reinforce that defining and set-
ting boundaries should be a key element for planning and 
developing hospital end-of-life-care volunteer services to 
ensure clarity regarding role and responsibility, as well as 
developing appropriate volunteer training to help volun-
teers navigate their specific roles and activities within the 
unique space of the hospital.9 The fact that volunteers are 
not ‘professionalised’ and that they represent the ‘com-
munity’ around them, is part of their unique benefit,41,42 
however, ensuring their role does not cross over into 
more formal ‘advocacy’ roles has been identified as an 
important clarification.4,43,44 Establishing clear parameters 
of working, including how volunteers work alongside paid 
staff, can mitigate the potentially stressful nature of the 
role.4 This Delphi recommends that hospital end-of-life-
care volunteers should be supported to develop informal 
roles of support and presence, ensuring clear role bound-
aries to distinguish them from clinical support. The devel-
oped European Core Curriculum includes specific 
attention to ensuring end-of-life-care volunteers are 
embedded within the organisation, including understand-
ing the specific needs of wards within the hospital where 
the volunteers will be supporting dying patients.

Volunteers can be a conduit for information between 
clinical staff and patients/relatives, providing peace of 
mind at a challenging time,40 particularly in the hospital 
setting if family or friends are unable to be with the 
patient. For some relatives, having someone to be there if 

they cannot may be a welcome compromise that could 
mitigate feelings of guilt resulting from leaving loved ones 
alone.12,13 Indeed, items reflecting ‘being there’ and 
‘being present’ rated highly in the Delphi questionnaire, 
confirming these should be key skills addressed within the 
volunteer training programme.16 Research suggests that 
the social or relational nature of the role is a core theme 
within palliative care volunteer narratives,17 as well as 
being a motivator for becoming a volunteer.45 Volunteers 
have also reported that their roles have been enriched by 
the insights they have gained into the lives of patients 
through their interactions.20 However, training of end-of-
life-care volunteers in the hospital must acknowledge the 
specific challenges to providing this type of relational sup-
port to dying patients in this setting, and support volun-
teers appropriately. For example, constantly changing 
acute care environments and ward settings as well as high 
patient turnover all limit the potential to build relation-
ships with patients as well as restricting continuity of sup-
port.18 For volunteers supporting dying patients in the 
hospital setting, the ability to establish a connection may 
be further compromised due to the deteriorating condi-
tion of the patient, as well as exposing the volunteer to 
potentially difficult and challenging situations as the 
death of a patient approaches. Ensuring that any devel-
oped service and training programme is attentive to these 
specific challenges has the potential to maintain volun-
teer motivation, sense of satisfaction and retention of vol-
unteers in the service.

Literature shows that some volunteer services advo-
cate for ‘hands on’ and ‘direct’ care such as massage/
touch,46 however, other evidence suggests this may not 
always be appropriate and that less ‘hands on’ care may 
be more important to patients47 or acceptable to staff.18 
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Consensus from the Delphi was to exclude elements of 
service provision and volunteer training related to all 
aspects of care that involved ‘hands on’ interventions 
and to include more practical ‘no-hands on’ support 
such as ‘running errands’, ‘responding to needs’ and 
informal psychosocial support. Discussion in the Nominal 
Group suggested engaging in ‘hands on’ care with 
patients who are entering the last weeks or days of life 
may be too culturally sensitive to be included as a stand-
ardised core component for end-of-life-care volunteers 
in a European Core Curriculum. Although studies have 
described a wide range of hands on activities engaged in 
by palliative care volunteers in the hospital setting, there 
remains a certain reticence over whether it is appropri-
ate for volunteers to undertake such tasks.18 Reflecting 
this cautious view, the recommendations from this study 
suggest that this element of service provision for end-of-
life-care volunteers, including specific training needed as 
a result, should instead be locally defined as part of the 
adaptation of the curriculum within individual countries 
or organisations.

End-of-life-care volunteers will likely be very different 
to existing volunteers in the hospital, both in terms of the 
activities they may undertake and the qualities and skills 
they will require.18 They may be more focussed on learn-
ing how to ‘be present’, with a core focus on the relational 
aspects of individual encounters, rather than more task 
oriented volunteering that may be in place in the wider 
organisation.16,17,40 Developing core competencies for 
end-of-life-care volunteers in the hospital setting, it was 
agreed, would underpin the ethos and values of the ser-
vice as separate to generic volunteers in the wider hospi-
tal, and which should guide the delivery of volunteer 
training. This must also include clear role descriptions 
specific to hospital end-of-life-care volunteers.18 Ensuring 
that volunteers have clearly defined roles and responsi-
bilities, including clear lines of support, has been high-
lighted as important to ensure clear understanding of the 
aims of the volunteer service and promote their place 
within the wider healthcare team,18 and this will be espe-
cially pertinent for any developed end-of-life-care volun-
teer service.

Conclusion and implications for practice
The developed European Core Curriculum created fol-
lowing this Delphi study is a potentially useful tool to 
underpin the training of volunteers, and the implementa-
tion of end-of-life-care volunteer services within the hos-
pital setting. As well as identifying key topics for volunteer 
training, findings from the Delphi study highlighted that 
any curriculum must include steps for embedding the 
end-of-life-care volunteer service within the organisa-
tional infrastructure. This was seen as important to 
ensure that the service is recognised as a core part of the 

care provided to dying patients within the organisation, 
with established roles and responsibilities, as well as 
ensuring volunteers as part of the service have access to 
hierarchies of support. This was seen as particularly rel-
evant for end-of-life-care volunteers within the hospital, 
and reflects recent literature highlighting the unique 
challenges associated with this care setting.18 
Recommendations for further research include further 
validation of this core curriculum with key stakeholders 
including volunteers, in-depth examination of the barri-
ers and facilitators to the implementation of end-of-life-
care volunteer services and volunteer training in 
hospitals, alongside research into the experiences of key 
stakeholders. For example, end-of-life-care volunteers, 
volunteer coordinators and hospital staff experiences of 
providing and facilitating volunteer support to dying 
patients, and most importantly, including the patient 
voice to understand how the volunteer service has 
affected their experience of care.
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